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ABSTRACT

THE LIVED EXPERIENCE OF RECOVERY FOLLOWING
TRANSORAL ROBOTIC SURGERY FOR HEAD AND NECK CANCER

By
Katharine Sophia Mahalik
May 2019

Dissertation supervised by Joan Such Lockhart, RN, PhD, CNE, ANEF, FAAN
Ongoing advances in minimally invasive surgical techniques, such as transoral
robotic surgery (TORS), has enabled select patients with head and neck cancer to receive
treatment that results in less disfigurement and dysfunction compared with traditional
approaches. While TORS research has focused mainly on functional surgical outcomes, a
need exists to understand recovery following TORS from the patient perspective. A
hermeneutic phenomenological approach was used to recruit patients who had recently
undergone TORS at a major academic health system in northeastern US. Data were
collected using audio-recorded telephone interviews and field notes and analyzed
concurrently. Participants included 17 HNCS (12 men; 5 women), aged 43-78 years, and
diagnosed with oropharyngeal (n=15) and/or laryngeal cancer (n=2). Six major themes
with multiple subthemes were identified: 1) Something is not right; 2) Importance of
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trust/faith in the doctor and health system; 3) Reflections on the TORS experience and
recovery; 4) Getting through this; 5) Concerns about chemotherapy and radiation therapy;
and 5) Returning to (the new) normal- markers of success. Findings provide insight into
the lived experience of TORS from a patient perspective and include: importance of early
diagnosis; benefit of a sound therapeutic relationship; management of postoperative pain
in light of the opioid crisis; and value of spirituality/prayer through recovery. While
undergoing TORS allowed some HNCSs to forego adjuvant treatment, many expressed
negative opinions of chemotherapy and radiation therapy. Functional benchmarks, such
as being cancer-free, returning to work, and hope for recovery were seen as markers of
success. Effective pain management and returning to (the new) normal were new to
TORS literature. Findings suggest areas for further exploration to facilitate recovery:
encouraging prescribed pain medications; using realistic goal-setting; and ensuring
patient understanding of ongoing swallowing rehabilitation. Nursing education regarding
HNCS care should include the use of goal-setting (with attainable short/long-term goals)
and the use of anticipatory guidance. Policy implications include strengthening public
awareness of cancer screening, using strategies that promote HNCS and public
understanding, emphasizing pain management, and increasing the availability and
participation in HNCS support groups. Future research includes understanding patientprovider trust, supporting hope for recovery, and investigating the effect of context
(setting).
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Chapter 1
Introduction

1.1 Background of the Study
According to the American Cancer Society (ACS), an estimated 51,540 men and women
will be diagnosed with oral and oropharyngeal cancer in the United States (US) in 2018 (Siegel,
Miller, & Jemal, 2018). The ACS estimates that 10.030 people will die from head and neck
cancer (HNC) that year. The current five-year survival rate for oral and pharyngeal cancer is 82.4
% for tumors that are localized to the primary site and 55.5 % for tumors with regional
metastases (Howlander et al., 2011). The actual statistical likelihood of living (or dying) within
five years of a cancer diagnosis is difficult to calculate and is based upon risk factors such as
continuing to smoke tobacco or drink alcohol (ACS, 2013).
Mere numbers belie the significance of this problem when one considers the devastating
consequences of this disease for patients as head and neck cancer survivors (HNCS), their
families, and society. The sequellae of treatment include facial disfigurement and dysfunction,
decreased quality of life (QOL), psychosocial difficulties, and cost burdens, including the cost of
care, lost time at work, and early retirement (Lebel et al., 2013; Liu, 2008; Rogers, Scott,
Chakrabati, & Lowe, 2008).
The ever present threats of death due to the loss of patency of the airway, bleeding, and
succumbing to the cancer have a profound effect on the cancer survivor, affecting all aspects of
life (Ziegler, Newell, Stafford, & Lewin, 2004). In addition, the head and neck cancer patient
profile has shifted from adults 60 years of age and older with a history of heavy tobacco and
alcohol use, to younger individuals in their 30s diagnosed with thyroid cancer, cancers arising
from immunodeficiency due to human immunodeficiency virus (HIV), and malignancies due to
1

human papilloma virus (HPV) infection (Cooper et al., 2009; Duvvuri & Myers, 2009; Gleysteen
et al., 2017).
The first total laryngectomy in the US was performed by Theodore Bilroth in 1873. This
procedure was very invasive and resulted in a poor QOL. Despite a short survival time, this
procedure provided a starting point for the evolution of pharyngeal and laryngeal cancer surgery
from its most invasive to current less invasive methods. In 1878 the first vertical partial
laryngectomy was performed which was subsequently improved following World War II,
leading to the age of organ preservation and reconstructive surgery (Ferlito, Silver, & Zeitels,
2002). In the 1970s the advent of laser-assisted procedures led to endoscopic laser surgery (ELS)
and minimally invasive surgery (MIS) in which healthy tissue is preserved, healing time is
decreased, and disfigurement and dysfunction are minimized allowing for a quicker recovery
postoperatively (Bhayani, 2010; Chen, 2010; Iseli, 2009; Kaplan, 2010).
Hockstein conducted feasibility studies to determine whether the da Vinci surgical robot
(®Sunnyvale, CA) could provide the necessary surgical access to head and neck tumors, while
leaving a larger portion of the surrounding healthy tissue intact (Hockstein, Nolan, O' Malley, &
Woo, 2005). The literature cites many studies that describe the feasibility of what has been given
the name Transoral Robotic Surgery or TORS (Bhayani, Holsinger, & Lai, 2010; Desai, Sung,
Jang, & Genden, 2008; Hockstein, O' Malley, & Weinstein, 2006; O' Malley, Weinstein, Snyder,
& Hockstein, 2006; Weinstein, O' Malley, Snyder, & Hockstein, 2007). The TORS body of
literature describes postoperative physical functioning drawing on objective parameters such as
decreased healing time, improved function in terms of speech and swallowing and lack of
disfigurement (Bhayani et al., 2010; Iseli et al., 2009; O' Malley et al., 2006; Weinstein et al.,
2007; Young et al., 2009), but does not address the postoperative experience of the patient with
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regard to psychological and social issues that may arise with HNC. The body of literature
regarding HNCSs who have undergone a mandibulotomy to gain surgical access to the tumor has
described the vagaries of this approach including disfigurement (Bonanno, Esmaeli, Fingeret,
Nelson, & Weber, 2010; Eades, Chasen, & Bhargava, 2009; Hagedoorn & Molleman, 2006),
dysfunction (Lauchlan, McCaul, & McCarron, 2008), depression (Kobayashi, Sugimoto,
Matsuda, Matsushima, & Kishimoto, 2008), communication (Callahan, 2004; Lazarus, 1998;
Rodriguez & Blischak, 2010) and rehabilitation needs (Eades et al., 2009). The patient teaching
conducted by nurses has emphasized perioperative teaching and expected home care regimen due
to the shorter length of stay from the patient perspective (Murray, 2009). There has been no
descriptive study of the TORS recovery experience to date.
The personal experience of the researcher as a nurse practitioner caring for this patient
population has created the need to understand the TORS experience from the perspective of the
HNCS. The researcher noticed that many HNCSs treated using TORS became acutely aware of
minute changes in the look or feel of their face accompanied by a marked increase in anxiety at
approximately four to six weeks postoperatively. The increase in anxiety was reflected in the
number of telephone calls to the surgeon’s office to discuss the new concerns. The researcher
observed that the HNCSs treated with a mandibulotomy procedure placed calls to the surgeon’s
office less frequently; and the nature of those calls dealt with airway issues, bleeding and feeding
tube problems. This was different from the observations by the researcher of patients treated
using the TORS procedure. The TORS HNCSs called and were seen in the office for problems
that were perceived to be a recurrence of their cancer but were in fact razor stubble, folliculitis or
nothing discernable on examination. Each HNCS who called felt or saw a lump or bump on or
under the skin and was highly concerned about a recurrence of their cancer. The caused the
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researcher to wonder why this was happening. There was no literature found that reported the
postoperative experience of a TORS patient versus a mandibulotomy patient who underwent a
wide excision during an open procedure. Further exploration via this study into this less invasive
means of treatment is of great interest to the researcher and will provide insight into the meaning
of HNC treatment, recovery and survivorship.
In clinical practice, the researcher had no guidelines from which to develop a TORSspecific nursing care plan including anticipatory guidance. This proposed study may provide an
understanding of the TORS recovery experience and provide missing knowledge to health care
providers in the management of the post-operative TORS patients throughout treatment and
recovery, adding to evidence-based practice (EBP) guidelines (Polit & Beck, 2012). The ability
to provide anticipatory guidance would allay fears in light of the fact that the information came
from the experiences of other TORS patients. The results of the proposed qualitative study will
provide an understanding of the postoperative experience of HNCSs who underwent TORS. The
thick description provided by participants will add to and increase the knowledge base regarding
HNC.

1.2 Purpose of the Study
The purpose of this hermeneutic phenomenological study was to understand the essence
of the experience following TORS surgery, from the perspective of the patient with head and
neck cancer.

4

1.3 Research Question
The research question was: What is the lived experience of HNCSs who have undergone
TORS surgery for head and neck cancer?

1.4 Definition of Terms
The following terms are defined, and measurement criteria provided for the enhanced
understanding of the reader.
Cancer Survivors: Cancer survivorship is the period of time from the diagnosis of any
type of cancer until end of life and includes all of the physical, psychosocial and economic issues
related to the cancer diagnosis, family and friends, employment and ability to receive care
(National Cancer Institute at the National Institutes of Health, 2011). HNCSs are a subset of this
group. The HNCS will be evidenced by the research site staff as a patient having undergone
TORS treatment for HNC at the tertiary care medical center where the study will be completed.
The term “HNCS” will be replaced with “patient” in recruitment materials and the consent form
as HNCS is a term with which the general population may not be familiar, and therefore, the use
of the term HNCS may lead to confusion.
Head and neck cancer (HNC): HNC is comprised of a malignant tumor occurring
anywhere from the skull base to the vermillion border of the lips, the nose and the oropharynx,
hypopharynx and larynx. HNC includes the lymph nodes from the skull base to the clavicles
(National Cancer Institute at the National Institutes of, 2011). Referral by the head and neck
surgeon and office staff will validate the presence of HNCS. In addition, the participants will
self-identify as having had a HNC diagnosis.

5

Transoral robotic surgery (TORS): Transoral robotic surgery is a type of minimally
invasive surgery that includes the excision of an oropharyngeal tumor through the oral cavity
using the da Vinci surgical robot rather than accessing the tumor via mandibulotomy (O' Malley
et al., 2006). HNCSs who have had TORS will self-identify as having had robotic surgery. The
surgeon will assist in recruitment by asking the patients if they would like to participate in the
study.

1.5 Assumptions
The researcher makes the following assumptions regarding the study:


The participants in this study will be honest and will provide truthful responses to
all queries.



Each person is unique and therefore the TORS experience will be exclusively
situated in the context of each individual.



Societal and cultural bonds will affect how each individual processes an
experience as well as the degree to which the individual will discuss an
experience.

1.6 Limitations
Heideggerian hermeneutic phenomenology is interpretive. The themes that are identified
through the language used by the participants will allow the researcher to gain an understanding
of the TORS postoperative experience from the emic perspective (van Manen, 1990) of the study
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participants. Societal and cultural bonds will affect how each individual processes an experience
as well as the degree to which the individual will discuss an experience.
The ability to recall past events comprises the capacity to remember an event and
associate it with oneself at a specific period of time (Fivush, 2011). This autobiographical
memory requires the recognition of a personal past, a timeline along which episodes can be
placed, thus creating a personal history. Social and cultural factors affect one’s ability to process
the experiences in episodic events (Fivush, 2011).
Ethnic bias may be present due to the predominance of Caucasian patients in the HNC
practice and a very limited number of patients from diverse racial and ethnic backgrounds. The
participants may not live locally and therefore it may be necessary for the researcher to travel
closer to the participant’s home in order to perform the interview. This will also help to increase
recruitment of participants. Additionally, there may be an ethnic bias among the results as the
patient population is predominantly Caucasian.

1.7 Significance to Nursing
There are no studies that describe the experience of HNC patients who have undergone
TORS and the need for such a study is evident. The emphasis of prior TORS research has
focused on the physical aspects of healing: number of days in the hospital; number of days to
swallow; clarity of speech and a possibility for decreased radiotherapy postoperatively due to
clear margins around the tumor (Weinstein, O' Malley, Cohen, & Quon, 2010). Though each of
these facets was important medically, a holistic approach directed from the patient’s perspective
was needed. As this area has not been explored to date, the first step was to ask a qualitative
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question to identify the concepts related to the phenomenon from the patient’s perspective
(Hulley, Cummings, Browner, Grady, & Newman, 2007).
The need existed to investigate the experience of HNCSs who have undergone TORS in
order to determine the similarities and differences with regard to the plan of care for HNCSs who
have undergone surgery using a more traditional approach. The philosophical underpinnings of
phenomenologically-driven explorations are useful for determining a course of action (van
Manen, 1990). It may therefore be possible to gain an understanding of HNCSs following TORS.
This knowledge may be beneficial to patients and to nursing in that it may enable nurses to
provide more comprehensive preoperative teaching as well as anticipatory guidance for the
postoperative period. This knowledge will also help to develop future studies that will enhance
our understanding of the HNCSs recovery experience. In addition, it was also necessary to
compare TORS to CT, RT and CRT to determine which procedure(s) have the mildest
complications and best oncologic outcome. We know that with RT and CRT that mucositis is a
severe complication that can result in placement of a feeding tube (Al-Mamgani et al., 2013).
Chemotherapy and CRT lead to nausea, vomiting and weight loss that are burdensome to the
patient (Lebel et al., 2013). Head and neck cancer patients’ perception of treatment is that they
will have pain, be nauseated and vomit, lose weight and have trouble eating (Al-Mamgani et al.,
2013; Larsson, Hedelin, & Athlin, 2003; Lebel et al., 2013). It is of the utmost importance that
patients receive appropriate written information regarding their cancer treatment to refer back to
since receiving the information verbally at the time of hospitalization is insufficient. Patients
retain little of what is told to them at the best of times and in the face of a cancer diagnosis they
will retain little of what they are told and taught (Semple & McGowan, 2002). Comparing TORS
or TORS plus RT or CRT will be helpful in the future for enabling a patient to choose a
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therapeutic plan. This study will provide an understanding of the TORS experience from which
future studies may follow.
van Manen, a phenomenological researcher, described the philosophy behind
phenomenological exploration as a “Theory of the unique; it is interested in what is essentially
not replaceable” (van Manen, 1990 p. 7). van Manen (1990) further espoused the idea that a
treatment may have varying effectiveness based on the individual patient and that the approach
taken may have a different meaning for different individuals. It was towards this end that the
researcher sought to discover the meaning of the TORS experience from the perspective of the
patient.
Nursing research about TORS as both a procedure and an experience may promote
dialogue among nurses, patients, the nurse-patient dyad and the patient-family society,
underscoring the ontology of personhood (Consensus statement on emerging nursing knowledge.
A value-based position paper linking nursing knowledge and practice outcomes, 1999; Werner,
2012). Engaging in self-reflection and dialogue with others develops one’s knowledge.

1.8 Summary
The literature describes head and neck cancer as a devastating diagnosis resulting in
disfigurement and dysfunction (Dropkin, 1997; Konradsen, Kirkevold, McCallin, CayéThomasen, & Zoffmann, 2012). The sequellae affect the HNCS as well as family, friends,
coworkers and society in general. The traditional mandibulotomy approach for excising tumors
of the oropharynx exacts a heavy toll on the individual, family and friends and society, often
resulting in anxiety, depression, decreased QOL, inability to attain body image reintegration,
communication difficulties as well as early retirement (Callahan, 2004; Hagedoorn & Molleman,
9

2006; Rodriguez & Rowe, 2010). Weinstein, et al. (2010) cite the decrease in care costs and lost
productivity using the TORS approach as a result of shorter hospital stays and the ability to
return to work sooner. At present, there have been no studies describing the TORS experience
from the perspective of the patient. The proposed study uses a hermeneutic phenomenological
approach to gain the patients’ understanding of the TORS postoperative experience in order to
illuminate any needs that have been heretofore obscured by a lack of understanding of this
experience. Gaining an understanding of the meaning of the TORS recovery experience may
enable nurses to manage the patients’ needs and perhaps enable patients to have a smoother path
toward recovery after cancer surgery. This new understanding will further the state of the science
and may also enable nurses to develop TORS-specific nursing interventions for potential needs
that have yet to be explicated, resulting in safe, high quality patient care.
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Chapter 2
Review of the Literature

2.1 Introduction
The purpose of this literature review was to examine the postoperative issues that head
and neck cancer survivors (HNCS) experience following surgical treatment in order to identify
gaps in the research. The National Cancer Institute (NCI) defines cancer survivorship as “…the
period of time from the diagnosis of cancer until end of life and includes all of the physical,
psychosocial and economic issues related to the cancer diagnosis, family and friends,
employment and ability to receive care” (NCI, 2011, p. 1). The longevity of the survivorship
period requires treatment and support across the life span. Problems such as memory loss,
neuropathy and fatigue could be sequellae of treatment or may be associated with other
pathologic conditions such as dementia and diabetes. These conditions may also be a result of
normal changes associated with aging; consequently health care practitioners should consider
prior cancer treatment in the assessment process (NCI, 2011).
This review of the literature examined head and neck cancer (HNC) from a postoperative
perspective following standard invasive surgery utilizing a mandibulotomy and minimally
invasive transoral robotic surgery (TORS). The literature was searched using CINAHL, PubMed,
Cancerlit, EBSCOhost, Science Direct and DuCat from 1975-2015. These years were selected to
incorporate the time period in which research into the sequellae of treatment were explored. This
strategy was selected in order to explicate the early research into issues of HNCS associated with
the new nursing focus on the needs of this patient population as well as new surgical procedures.
Literature from 1975 to 2000 forms the historical backdrop reflecting the development of HNC
nursing research. The search terms included: oral, oropharyngeal, laryngeal, neoplasm, cancer,
11

carcinoma, tumor, malignancy, nursing, surgery, surgical, treatment, side effects, recovery,
sequellae, physical, functional, cognitive and affective. Pioneering research regarding HNC has
been presented first, followed by the current literature reflecting the last ten years. This overview
presented the current state of research organized using the following concepts included in the
Recovery Model (Scott & Eisendrath, 1986): physical; functional; cognitive and
affective/emotional. This model will be explained in further detail following a review of the
pioneering research in HNC.

2.2 Historical Overview of the 1970s to 2000
Dropkin, a pioneer in nursing research in head and neck cancer, has an extensive body of
research. Dropkin was the first nurse researcher to work toward the development of increasing
self-care compliance post treatment. Dropkin (1979) noted that the major barriers to engaging in
self-care were anxiety, fear of social rejection and changes in body image. The key to
overcoming these barriers was closely linked to social desirability. Dropkin found that
“providing the patient with visual and tactile limits to his wound” (Dropkin, 1979 p. 380)
allowed the patient to develop anatomic confines for the surgical wound permitting the wound to
be incorporated into the self.
The review of the literature into self-care discusses the psychological issues that are
barriers to self-care, disfigurement and dysfunction and lack of a means to reinforce
postoperative self-care instructions following discharge from the hospital. Dropkin completed a
pilot study consisting of a cohort of 10 HNCSs to determine whether a relationship existed
between the need for social approval and compliance with self-care activities (Dropkin, 1979).
Using the Social Desirability Scale (SDS) (Crowne & Marlowe, 1960), Dropkin discovered an
12

inverse relationship between the patients’ need for social approval and their completion of selfcare activities. The SDS was designed to measure socially desirable responses by means of a
battery of statements intended to influence the querent to answer in a way that he or she believes
will correspond to the social standards of his or her peers (Crowne & Marlowe, 1960). Self-care
included the amount of time spent out of the hospital room and the number of self-care tasks
completed by the patient such as oral or tracheal suctioning, oral cavity or wound irrigation, oral
or tube feeding, wound soaks and bathing. Dropkin (1979) noted that the amount of self-care
tasks required varied with the extent of the surgical procedure.
Dropkin’s findings revealed that social interaction decreases with increased deformity and
that rejoining the mainstream of society and regaining social approval is a difficult obstacle.
Dropkin found that HNCSs with a low need for social approval according to scores on the SDS
were more compliant postoperatively, whereas survivors with a high need for social approval
were the most non-compliant, even refusing to leave the hospital room and walk in the hallway
(Dropkin, 1979). The results of Dropkin’s pilot study (1979b) showed that nursing assistance
with body image reintegration and socialization was advised to improve compliance with selfcare.
Self-care was found to be dependent upon anxiety in the outpatient setting. A study
conducted by Dropkin in 1981 at a major urban cancer treatment hospital in the northeastern
United States (US) was aimed at providing support for HNC inpatients upon their return home.
Dropkin noted that, despite correctly completing self-care activities while in the hospital, the
nursing staff was receiving numerous calls from patients or family members following their
discharge to obtain instructions for completing these same tasks. Dropkin noted that there were
two underlying issues: the inability to predict the stress level of a patient upon returning home
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and the variations in teaching methods among the nursing staff. To achieve uniformity of the
teaching methods and provide support to patients returning home, Dropkin and other members of
the Head and Neck Nurse Practice Committee developed a series of self-care cards for patient
use during the period of hospitalization and given to the patients upon discharge. The two-sided
water resistant cards had a list of materials needed for home care on one side and clear concise
directions and a simple illustration for accomplishing the task on the reverse side (Dropkin,
1981). The author noted that a formal evaluation of the program had not been completed;
however, the cards were noted to be popular among both the patients and the staff. A drawback
that was revealed was the fact that the cards were written in English only and there was a need to
have the cards translated into other languages, especially Spanish to accommodate the patient
population of the unit.
In 1983 Dropkin, Malgady, Scott, Oberst and Strong designed the
Disfigurement/Dysfunction scale (D/D) as a means for quantifying the perceptions of the degree
of facial disfigurement in HNC patients following surgery (Dropkin, Malgady, Scott, Oberst, &
Strong, 1983). One hundred nurses were asked to rate pictures of males and females who had
each undergone one of 11 disfiguring head and neck procedures ranging from a neck dissection
to rhinectomy. Dropkin, et al. (1983) demonstrated that the D/D scale was able to separate
disfigurement from dysfunction in that aphonia was ranked as the most severe dysfunction;
however, the postoperative laryngectomy patient had a low level of disfigurement. The
researchers further demonstrated the importance of the central face in that three of the five most
disfiguring procedures involved the bone or soft tissue of the central face, with the most
disfiguring procedure being an orbital exenteration.
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Dropkin (1999) used the Disfigurement/Dysfunction scale in a descriptive study to
determine the impact of body image on QOL postoperatively for head and neck cancer patients.
The Ways of Coping Questionnaire (WCQ) (Folkman & Lazarus, 1988), The State-Trait Anxiety
Inventory (STAI) (Spielberger & Gorsuch, 1966) and the Coping Behavior score from the Ways
of Coping Questionnaire were utilized for data collection. The results demonstrated that, for the
117 HNCS queried, the anticipation of disfigurement was associated with low levels of coping
and high levels of anxiety. A sense of mastery over oneself and one’s environment
preoperatively was shown to facilitate one’s ability to focus attention on tasks postoperatively,
which helped to decrease anxiety. Though not a diverse sample by gender (males=81, females=
36) or race/ethnicity (107 Caucasian, 5 Hispanic & 5 African American), the researcher stated
that quality of life for head and neck cancer patients includes long-term physical, functional,
cognitive and emotional sequellae of treatment (Dropkin, 1999).
In a 1998 ethnographic study by Norris, Kunes-Connell, and Stockard Spelic, 30 HNCSs
were interviewed regarding body image disruption and the reimaging process (Norris, KunesConnell, & Stockard Spelic, 1998). This study is notable for identifying and describing the
processes involved in body image disruption and reimaging. Three distinct phases were noted for
this process: (1) body image disruption that is characterized by four responses
(surprise/shock/denial; minimize awareness of change; painful awareness and grieving the loss);
(2) wish for restoration in which idealism leads to realism and (3) reimaging the self. Within the
three phases are three action processes: (1) assimilation- cognitive and emotional process of
acknowledging the change; (2) accommodation- learning ways to adapt to the change and (3)
interpretation- finding meaning in the change for oneself and others. The authors note that the
final outcomes for the reimaging process are reconciliation (positive or negative self-image) and
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normalization in which one adapts personal goals and lifestyle to the change in body image
(Norris, Kunes-Connell, & Stockard Spelic, 1998).
The effect of disfigurement and dysfunction upon early retirement has not changed
significantly since it was first identified by Olsen and Shedd in 1978. In a study examining the
effects of disfigurement and dysfunction on return to work following treatment for HNC, 51
HNCSs with disfigurement and dysfunction completed a questionnaire regarding work status.
Prior to treatment 33 % of the participants were retired whereas after treatment 90 % were
retired, documenting the significant influence on retirement post-treatment (Olsen & Shedd,
1978).
In summary, the pioneering research in the area of HNCS raised awareness of the concept
of body image; specifically, that disfigurement and anxiety are inversely proportionate to the
completion of self-care tasks (Dropkin, 1979a). Anxiety was noted to play a significant role in
self-care following hospital discharge. To facilitate the completion of self-care tasks, Dropkin
and colleagues developed teaching cards for the various procedures that the HNCS must
complete at home such as tracheostomy care and tube feedings. The development of these
educational reinforcement tools was born of the realization that anxiety was interfering with the
HNCS’ ability to remember how to perform a task that was completed successfully many times
as an inpatient. The development of the D/D scale by Dropkin, Malgady, Scott, Oberst and
Strong in 1983 led to the discovery that disfigurement and dysfunction could be separated during
the assessment of a HNCS. In 1999, still working with the concept of anxiety as an impediment
to self-care, Dropkin identified that the anticipation of disfigurement led to high levels of anxiety
that led to low levels of coping postoperatively. Dropkin (1999a) widened our focus on HNCSs
to include QOL over the duration of their lifetime physically, mentally, cognitively and
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emotionally. Norris, Kunes-Connell, and Stockard Spelic (1998) discovered three distinct phases
for body reimaging noting that the HNCS will eventually reconcile resulting in either a positive
or negative body image or adapt to the new image. This was the first time that areas for
psychological intervention in HNC were identified. The effects of surgery for HNC led to an
increase in early retirement due to both disfigurement and dysfunction.

2.3 The Recovery Model
The similarities between the outcomes for breast cancer survivors and HNCS during the
postoperative time period, incorporating the time period of interest for the present study, led the
researcher to choose the recovery model as an organizing framework for this overview of the
HNCS literature. The model will not be used as the methodological framework for this study.
Recovery as defined by Scott and Eisendrath (1986) is: “The process whereby human
loss is absorbed, assimilated and accommodated through a rhythmic pattern of interactional
adjustments” (Scott & Eisendrath, 1986 p. 54). In 1986 Scott and Eisendrath developed a model
to study breast cancer patients in order to understand the nature of the “first plateau” of recovery
encompassing the first three months after diagnosis (Scott & Eisendrath, 1986) The first plateau
incorporates the period of initial diagnosis, hospitalization and surgical intervention and the final
pathology report as a result of which the patient will learn of the need for adjuvant therapy or
whether it can be avoided. During this time period the patient must integrate an adjustment to the
diagnosis of cancer, changes in physical appearance, reorganization of relationships and must
face the uncertainty that is associated with a cancer diagnosis (Scott & Eisendrath, 1986). The
work that must be accomplished during the first plateau is similar to what Dropkin found in her
early research with HNC patients regarding the need to cope with disfigurement and dysfunction
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and learn to participate in self-care tasks and body image reorganization and resocialization
(Dropkin, 1979, 1997). The model is comprised of the following concepts: physical recovery;
functional recovery; cognitive recovery and emotional/affective recovery.

2.4 Physical Recovery
Physical recovery as described by Scott and Eisendrath (1986) entails the adjustments
that the body undergoes due to conditions of stress related to the nature of the disease, the natural
history of the disease and the responses to treatment for the disease (Scott & Eisendrath, 1986).
Physical adjustment is delineated by symptoms (e.g. pain, nausea and vomiting, and fatigue) and
conditions (e.g. xerostomia, decreased range of motion, fracture, and self-care). The approach
used to mediate physical adjustment includes the temperament of the individual regarding his or
her ability to withstand the effects of treatment, manage side effects and adhere to a plan of care
prescribed to reduce side effects. The physical effects of HNC treatment are pain, nausea and
vomiting/changes in taste, fatigue, decreased range of motion and alterations in self-care.

2.41 Pain
The prevalence of pain in head and neck cancer patients is as high as 50 to 70 % even at
one year after diagnosis (Williams et al, 2010). Research into this problem reveals that the
administration of opioid medications has done little to resolve this issue and that further research
is called for to delineate the precise etiology of pain in each patient and initiate treatment
targeted at the underlying cause. Pain is multifactorial in origin and the assessment of pain in
HNCSs can require the services of a pain specialist to elicit the factors responsible (Potter,
Higginson, Scadding, & Quigley, 2003). In 2011, the Institute of Medicine (IOM) released a
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report calling for population level assessment and treatment of pain (Iom, 2011). The IOM
directed clinicians to ask about pain at each encounter despite the reason for the visit. The goal of
the IOM was to remind clinicians that there are many underlying causes of pain and therefore
treatment must be directed toward the proper cause.
In response to the fact that HNCS pain remains so prevalent in the face of the IOM and
The Joint Commission (formerly the Joint Committee for the Accreditation of Health Care
Organizations JCAHO) appeals, a prospective multicenter study was completed by Shuman, et
al. in 2012 to identify modifiable risk factors that impeded relief of pain. Among five year
HNCS’ the incidence of oral pain was 43 %. Data were collected using the SF-36 Bodily Pain
Scale (Hays & Stewart, 1984) that uses a score of 0 to 100, with higher numbers indicating a
lower pain score. Multivariate analysis (Shuman et al., 2012) revealed that the following factors
were independently associated with a lower (worse) pain score at one year: pretreatment pain (p
= < .001); less education (p = .02); neck dissection (p= .001); presence of a feeding tube (p =
.05); xerostomia (p = < .001); depressive symptoms (p = < .001); higher doses of pain
medication (p= < .001); less physical activity (p = .006); and poor sleep quality (p = .02). Current
smoking and problem drinking as identified using the Alcohol Use Disorders Identification Test
(AUDIT) developed by the World Health Organization (WHO) (WHO, 1979) were not
statistically significant in the multivariate analysis (p = .07 and p = .08 respectively).
Surprisingly, it was revealed that cancer stage and treatment did not significantly affect pain;
however, the sequellae of treatment were more predictive of a higher pain level at one year
following treatment. The presence of a feeding tube at one year was also a significant predictor
of a higher level of pain (Shuman et al., 2012). Also unexpected was the lack of association
between comorbid conditions and pain, though 70 % of the study group had no or mild
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comorbidities. A relationship exists between comorbidity and quality of life and therefore the
management of pain requires the clinician to collaborate with other clinicians and specialties to
optimize medical management of comorbid conditions and improve pain management.
Depressive symptoms, smoking, and alcohol abuse were noted to be interrelated and that treating
depression may not only aid in pain management, but it may also aid in the cessation of these
behaviors (Shuman et al., 2012). Though pain management for HNCSs is improving, it presently
remains unsatisfactory in the eyes of the HNCS, the IOM and the Joint Commission.
In 2010 a prospective study was completed in the United Kingdom (UK) to examine the
incidence of pain in HNCSs and which factors may be associated with inadequate pain relief
(Williams et al., 2010). The Pain Management Index, (developed by de Wit, et al., 2001) was
used to assess the efficacy of pain management when compared to the WHO analgesic ladder. A
negative score indicates inadequate management of pain. The results showed that 24 patients (34
%) had pain that was attributable to any cause within the previous 24 hour period. Although 34%
is far less than the 70% Williams, et al (2010) found in the literature, it greatly exceeds the
mandate of the IOM as well as the mandate of the Joint Commission (Ramer et al., 1999). The
Brief Pain Inventory scores ranged from 3 to 10 with nine patients describing moderate pain
(Visual Analog Scale 4-6) and 14 patients reporting severe pain (VAS 7-10). Of those 24 patients
who reported experiencing pain, 54 % had chronic pain (3 months or more in duration) and 46 %
had pain of fewer than 3 months duration. The etiology of pain was reported as follows: 33 %
was due to the tumors; 42 % was due to anti-cancer treatment; the remaining 25 % was due to
non-cancer related causes. Despite using binary logistic regression to attempt to identify risk
factors for pain, no positive associations were found for the following variables: gender, surgery,
histopathology, chemotherapy, and radiation therapy and tumor site. In light of the fact that the
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authors could not identify any risk factors that would help to identify and treat pain, further
research is needed into new screening and treatment algorithms. The importance of inquiring
about pain at every clinic visit and executing an immediate plan for the treatment of inadequately
managed pain cannot be overstated.
Pain was found to be a recurring problem by Bhatnagar, Upadhyay and Mishra (2010).
Regardless of regularly administered doses of opioid medication, breakthrough pain still occurs.
Breakthrough pain (BTP) is defined as an intermittent flare of acute pain that occurs despite
being on a regularly scheduled fixed dose of analgesic medication (Bhatnagar, Upadhyay, &
Mishra, 2010). Three types of BTP are noted in the literature: spontaneous; incident-related and
end-of-dose failures. BTP occurs in one-half to two-thirds of HNCSs, resulting in 2.5 times more
emergency room visits than HNCSs without BTP. In addition, 4 % of all hospital readmissions
were due to BTP. The prevalence and characteristics of BTP were investigated in a prospective
cross-sectional study of 100 HNCSs all of whom had been on a steady dose of opioid medication
for at least one week prior to enrolling in the study (Bhatnagar et al., 2010). The incidence of
BTP within the study group was 48 %, with 96 % of the pain occurring at the site of the baseline
pain. Fifty per cent of these events were predictable due to their volitional or nonvolitional
etiology and the study participants who experienced BTP had, on average, 3.85 events per day
while on a stable dose of an around-the-clock opioid (Bhatnagar et al., 2010). Despite regular
doses of narcotic analgesics, the participants’ cancer pain could not be managed. Clearly, further
research is needed into the nature of pain in HNCSs. This echoes the results of Potter et al.
(2003) wherein 13/14 HNCSs presented a mixed pain picture due to the highly vascular nature of
the head and neck region. Pain in HNCS is quite a complex problem for which we are making
strides, however still more research is needed.
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Severe pain is associated with poor sleep, decreased appetite, increased depression,
anxiety and decreased quality of life (Cohen et al., 2003). Barriers that impeded pain relief
include concerns of the patient, family members, health care professionals and health care
systems. The Joint Commission initiative launched in 1999 stated that patients have a right to
appropriate assessment and management of pain and that pain shall be addressed in all patients
as part of the principles of bioethics, specifically beneficence (help others) and nonmaleficence
(do no harm to others) (Husted & Husted, 2008). Despite this initiative, Cohen et al., (2003) note
that pain remains undertreated and poorly documented due to inadequate means of evaluation.
Cohen et al (2003) conducted a retrospective chart review of 117 cancer patients’ charts
from five different institutions in the southwestern US. Three of the institutions were general
hospitals, one was a community hospital; one was a large hospital for oncology patients. There
was a variety of types of cancer including breast, lung, and pancreatic, gynecologic,
gastrointestinal, urologic, brain, hematologic and “other cancers” including head and neck
(Cohen et al., 2003) finding that pain was assessed in only 76 % of inpatient initial assessments
and 92 % for outpatients. Documentation of treatment for pain was noted for 89 % of inpatients
and 86 % of outpatients. Reassessment following treatment occurred for only 44 % of inpatients
and 34 % of outpatients. An important part of assessing patients should include their personal,
ethical, cultural and spiritual beliefs (Cohen et al., 2003). In Cohen’s study, these factors were
taken into account in only 28 % of inpatients and 3 % of outpatients. Cohen et al. (2003)
demonstrated how far we are lagging behind the 1999 Joint Commission recommendations and
provide guidance for future research to close the gap in what we know about pain and how we
treat pain suffered by HNCSs.
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In light of the fact that HNC pain is prevalent despite treatment, new tools for assessing
pain and treatment protocols have been developed. In 2003 the Leeds Assessment of Neuropathic
Symptoms and Signs Scale (LANSS) was validated in a prospective study of 25 HNC
participants with cancer-related pain a hospital in London (Potter et al., 2003). The Leeds
Assessment tool was administered in two parts. The first portion contains five questions that
patients must answer that describe their pain symptoms. This portion of the tool took
approximately five minutes to administer. In the second portion, a brief history and neurological
examination was completed by a physician. A specialist in pain management then evaluated each
patient’s demographic and medical information and the results of the physical examination,
blinded to the results of the Leeds Assessment tool. The pain specialist diagnosed neuropathic
pain in 14/25 patients (56%) when their answers to the sensitive skin, electric shock pain,
allodynia and altered pinprick threshold (PPT) were consistent with neuropathic pain. When a
cut-off score of 12 was used (out of 24), the tool correctly identified 11/14 patients with
neuropathic pain, giving the tool a sensitivity (true positive) of 79% and a specificity (true
negative) of 100% indicating good validity of this tool. The results demonstrated a mixed-pain
process in 13/14 patients resulting from the erosive nature of HNC, the rich innervation of the
head and neck region and the nature of the treatment (Potter et al., 2003). This underscores the
value of this tool in the armamentarium for identifying the cause of and treating pain in HNCS
despite the complex nature of pain in HNCSs.

2.42 Nausea and Vomiting/ Changes in Taste
The literature reveals that HNCSs expect to be nauseated, vomit and suffer weight loss. A
decrease in the will or desire or both, to eat during cancer therapy is problematic in that this leads
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to weight loss and malnourishment at a time when the body needs all available resources to fight
the disease (Stamataki, Burden, & Molassiotis, 2011). One of the reasons for a decrease in oral
or enteral intake during treatment is nausea and vomiting. Physical appearance related to nausea,
vomiting and accompanying weight loss resulted in common coping strategies viz. establishing
and maintaining individual short-term goals in order to endure and complete treatment (Larsson
et al., 2003; Stamataki, Burden, & Molssiotis, 2011).
In an effort to gain a deeper understanding of the physical manifestations that cancer
patients experience with weight loss or gain, Stamataki, et al., (2011) conducted a longitudinal
qualitative study using diverse group of participants with a range of cancer diagnoses including
gastrointestinal (n= 11), head and neck (n= 10), gynecological (n= 8), lung (n= 7), breast (n= 7),
brain (n= 4), prostate n= 2) and lymphomas (n= 5). Twenty-five participants (46 %) received a
combination of treatments. Chemotherapy was utilized in 10 of the participants, radiotherapy in
6; surgery in 2; hormonal therapy in 1 and brachytherapy in 1. Nine of the participants did not
reveal their treatment regimen. Weight gain (n= 34), weight loss (n= 37) and fluctuations in
weight (n= 17) were reported. Semi-structured interviews were completed at the time of the first
treatment (T1) and every three months until one year. Analysis of the data revealed four major
themes: experiences with the physical manifestations of weight loss; psychological effects; selfmanagement and social consequences.
The will and desire to eat was diminished to absent in the weight loss group in the first
nine months of the study (T1- T3). This was noted to improve at T4, in that treatment was
completed at that time. Nausea, vomiting and weight loss were inversely proportionate to the
degree of hope the participants had and that this contributed to a sense of uncertainty (Stamataki
et al., 2011). Nausea and vomiting were reported to be barriers to self-management; however,
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advice from healthcare workers and social network enabled the participants to maintain a healthy
level of physical activity and dietary modifications. Positive comments from healthcare workers
at clinic visits also helped to ease the stigma of weight loss. As cancer patients, they had
expected to lose weight, but the accompanying physical manifestations of clothing that literally
fell off their bodies made them feel frail and close to death. The distressing appearance that
patients experienced when looking in the mirror led the participants with weight loss to make a
conscious decision to create a new set of eating habits, monitoring their weight each week to
record progress (Stamataki et al., 2011). The significance to nursing is that psychological care
and dietary guidance should be made available to cancer patients throughout their periods of
survivorship rather than during active treatment alone.
The main themes noted in the literature regarding nausea and vomiting were that cancer
patients expect to be nauseated, vomit and lose weight (Stamataki et al., 2011). In addition, there
was a reciprocal relationship between the amount of weight lost and the degree of hope (for
survival) that the HNCS experienced (Larsson et al., 2003). A common coping strategy involved
the setting of short term goals on a weekly basis to avoid becoming overwhelmed and feeling
hopeless (Larsson et al., 2003; Stamataki et al., 2011).
A 2013 study by McLaughlin examined taste dysfunction, percentage of weight change,
tumor site and stage, treatment type and the amount of time since the end of treatment. Ninetytwo participants were enrolled in this exploratory cross-sectional study. The mean age was 62.28
years. Most of the study participants were male (n = 65); female participants (n = 27);
participants who were HNCS (n = 50) for over two years. The participants were asked to
discriminate between sweet, salty, sour and bitter solutions wherein the lowest level of each
tastant exceeded the level at which it would be recognized under normal circumstances. The
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perceived intensity of taste was recorded on a visual analog scale (VAS) and taste scores were
analyzed as categorical data. There was no linear relationship between the self-reported ability to
taste and objective findings. Self-reported taste ability did not have a relationship with weight
loss (McLaughlin, 2013). Participants with dysgeusia lost more weight from pre-treatment to day
of taste testing. There was no significant difference in cancer site or stage except for pharyngeal
cancer with base of tongue (BOT) involvement due to loss of motility of food in the mouth and
swallowing. In the 92 participants, 85 had some degree of measurable taste dysfunction. There
was confusion between the bitter and sour tastants and among the different concentrations of
sweet solutions (McLaughlin, 2013). Some of the participants stated that they adapted to the way
food tasted. The researcher noted a limitation to the study in that it would have been more
accurate if it related the change in taste over time. The researcher’s final advice was not to advise
patients that their taste would return to normal, but that they would adapt by using seasonings
and spices to enhance the flavor (McLaughlin, 2013).
In a further study by McLaughlin and Mahon (2014) to collect information from HNCSs
related to the strategies that HNCSs used to cope with eating and taste impairments. The
convenience sample of 100 participants was winnowed down do 88 participants as six
overestimated their time since treatment, interview data were lost on five participants due to
technical issues with the recordings and one participant was excluded due to being treated with
chemotherapy alone. Participants needed to be 12 weeks post-treatment. Changes in food
preferences for 26% of the participants demonstrated that they prefer smooth, blended or bland
foods. 17% were also using nutritional supplements. Though 8% stated that they used more
pepper or hot sauce to enhance flavor, 27% stated that they avoided spicy foods. Meat and bread
were also avoided by 20% and 15% respectively. For all four taste modalities, sweet, salty, sour
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and bitter, the percentage of participants who ate less was significantly higher than for those who
ate more of these foods post-treatment. Oral sensory complaints were present in many of the
participants with 24 experiencing dry mouth, sensitivity to spicy foods and sensitivity to texture.
Fifteen participants reported that eating was painful, 10 reported that eating was work, three
reported that alcohol burns their mouth and two reported sensitivity to temperature. Nine
participants reported changes in their eating environment and now chose to eat alone rather than
dine out due to frequent coughing and gagging, which led to social isolation.
Nursing strategies that were devised from the study data included chewing food
thoroughly, taking extra fluids to keep food moist while chewing, eating smooth creamy foods,
experimenting with seasonings, provide education regarding taste dysfunction and encourage
patients to experiment with different strategies and environments to find an acceptable social
context and all patients should be assessed and treated for oral sensory complaints (McLaughlin,
2013). The present study begins to elucidate the changes in eating behaviors related to changes in
taste.

2.43 Fatigue
Fatigue, specifically cancer related fatigue, is a significant problem for HNCS that has
been under investigated with a significant negative impact on QOL. A search of the literature
revealed one study that specifically addressed head and neck cancer and fatigue. The National
Comprehensive Cancer Network defines cancer related fatigue as “a distressing, persistent,
subjective sense of physical, and/or emotional or cognitive tiredness or exhaustion related to
cancer or cancer treatment that is not proportional to recent activity and interferes with usual
functioning” (NCCN, 2018). Cancer Related Fatigue (CRF) is present at the time of diagnosis in
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50- 75 % of patients and this number increases to 80 – 96 % for patients receiving chemotherapy
and 60- 93 % for radiotherapy (RT) (Spratt et al., 2012). Chemotherapy and radiation therapy
have synergistic roles in toxicity (Genden, Desai, & Sung, 2008). In the course of such intense
treatment, the debilitating side effects coupled with CRF can lessen one’s ability to engage in
proper ongoing self-care. CRF in HNCS is largely undocumented (Hofman, Ryan, FigueroaMoseley, Jean-Pierre, & Morrow, 2007).
A qualitative longitudinal study was undertaken to explore symptom experiences in
HNCS for the first year following diagnosis (Molassiotis & Rogers, 2012). The study sample
was recruited at a tertiary specialist cancer center in England. Sixteen patients agreed to
participate in the study which consisted of interviews using a narrative format asking the HNCS
to reflect on their experiences. Three participants withdrew from the study leaving a total of 13.
Interviews were carried out on four occasions: at recruitment (T1) which occurred soon after
diagnosis; at approximately 3 months following diagnosis (T2); at approximately 6 months (T3)
and 12 months after diagnosis (T4). One participant was not able to be interviewed at T1 due to
feeling poorly that day but completed the remaining interviews. All 12 participants that
completed the study had surgery while eight also had RT or CRT. At T3 one participant declined
to continue with the study and at T4 two participants were not interviewed. One declined to
continue with the study and the other patient was deceased. Tiredness or lack of energy was the
second most frequently noted symptom. Participants noted “I am completely drained” (head and
neck patient 6 at Time 2 HNP6 T2) (Molassiotis & Rogers, 2012 p. 201). Fatigue was also
described as a “tiredness where you find it very difficult to sleep” HNP27 T1 (Molassiotis &
Rogers, 2012 p. 201). Fatigue continued to be described at T2 and T3 with some improvement;
however, for others returning to work at T4, tiredness was unrelenting. The researchers noted
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that fatigue was a significant source of frustration and had a negative impact on activities such as
travel to follow-up appointments, having the energy to partake of meals or return to work.
Molassiotis and Rogers (2012) stated that possible interventions were prioritizing activities,
exercise, psychosocial interventions and complementary therapies.

2.44 Decreased Range of Motion
Decreases in mandibular or shoulder range of motion (ROM) are recognized sequellae of
treatment for head and neck cancer. The review of the literature revealed a small number of
studies that addressed the ROM issue from a physical perspective. The research indicates that the
decrease in ROM is a treatment sequellae and not directly attributable to the cancer. Limitation
of the maximal interincisal opening (MIO) was noted to occur in cases of head and neck cancer
where the primary tumor was located in the oral cavity or oropharynx (Weber, Dommerich, Pau,
& Kramp, 2010). Limitation of the range of motion for the shoulder was discussed as a postsurgery issue in patients who underwent a neck dissection, either modified or radical (Karaman,
Tek, Uslu, Akduman, & Bilac, 2009; McNeely et al., 2012).
Weber, et al (2010) conducted a study of 101 HNCSs to determine the incidence of
trismus. For the purpose of the study, a maximal incisal opening (MIO) of 36 mm was
established as a cut point for defining trismus. The authors noted that within the literature
measurements of 30 to 40 mm have been used to establish the presence of trismus. Normal
mouth opening is 46 +/- 7 mm. The cohort consisted of 85 males and 16 females; mean age was
62 (range 37- 80); 37 had tumors located in the oropharynx; 29 had laryngeal tumors; 16 had
tumors of the hypopharynx and 19 were denoted as “other”. The majority of the cohort had stage
III (n = 25) or IV (n = 59) cancer; two patients were in stage I of the disease and 13 patients were
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in stage II. One patient was in stage 0 (zero) and one patient was not classifiable. The majority of
the cohort had squamous cell carcinoma (n = 93) while 8 patients were classified as having
“other” histology. Eighty-two patients were treated with surgery and chemoradiation therapy
(CRT) and 19 were treated with primary CRT.
Analysis of the results demonstrated the presence of trismus in 50 % of the study sample.
The incidence was highest (65 %) in the group with oropharyngeal cancer (p = 0.013). The
hypopharyngeal cancer patients had an incidence of 44 % (p = 0.013) and the laryngeal cancer
group had the lowest incidence at 31 % (p = 0.024). The MIO measurements were coupled with
a quality of life (QOL) survey to identify problems post-treatment. [Note: QOL will be reported
under functional recovery]. The authors of the present study showed that cancer site has a
significant impact upon trismus (Weber et al., 2010). Gender, tumor stage, surgical treatment,
RT and CRT did not achieve statistical significance at >0.05 for these variables.
To predict adherence to an exercise program designed to improve shoulder ROM and
decrease pain, McNeely, et al (2012) conducted a randomized controlled trial of 52 HNCSs.
Inclusion criteria for the study were: surgical treatment including a neck dissection (radical,
modified or other nerve-sparing methods); Karnofsky performance score (Karnofsky &
Burchenal, 1949) of 60 or greater; no evidence of residual disease or metastasis; and completion
of all cancer treatment. The cohort was randomized into a treatment group (n = 27) and a control
group (n = 25). During a 12-week intervention period, the treatment group received progressive
resistance exercise training (PRET) and the control group received a standardized therapeutic
exercise protocol (TP).
All participants were asked to exercise three times weekly, with two of the sessions being
supervised and one being independent. The TP group engaged in supervised active and passive
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range of motion and stretching exercises, postural exercises, basic strengthening with light
weights (1-5 kg) and elastic resistance bands with a focus on 5 to 8 specific muscle groups of the
upper extremity (Weber et al., 2010). The PRET protocol differed in that the strengthening
exercises were individually tailored to each group member beginning at 25-30 % of their one
repetition maximum strength (1- RM) (baseline) and progressing as tolerated to 60-70 % of the
1-RM by the end of the 12-week intervention period, thus accomplishing moderate-intensity
resistance exercise as opposed to low-intensity exercise. In their preliminary analysis the authors
noted no difference in adherence to the exercise program between the two groups and therefore
elected to combine the groups to achieve a larger N and increase the power of the study. The rate
of adherence to the exercise program was 91 %. Multivariate analysis revealed the following
statistically significant variables: the type of neck dissections (p = 0.007) and daily alcohol use (p
= 0.031). A limitation of the study was the nature of the cohort selected for the trial. All
participants were highly motivated to regain shoulder ROM and decrease pain despite the fact
that only 15 % of the cohort regularly engaged in exercise prior to their cancer treatment. A
limited number of participants reported high levels of anxiety or depression and the cohort had a
lower prevalence of smokers and alcohol users than the general HNCS population. The authors
also noted that a formal tool for alcohol such as AUDIT (WHO, 1989) use was not employed to
gauge alcohol use. The study was also limited by a small sample size which raises the possibility
of a Type II error (false negative) in the multivariate analysis.
The literature demonstrated a consistency of cancer site and extent of surgery as
causative factors for decreased ROM of the mandible and the shoulder. Radiation therapy (RT)
was also noted to be a causative factor (Karaman et al., 2009; McNeely et al., 2012; Weber et al.,
2010).
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2.45 Alterations in Self-Care
Alterations in one’s ability to perform self-care tasks has a great impact on QOL.
Dropkin’s early research into self-care resulted in significant discoveries, including the fact that
engagement in self-care activities was directly related to one’s need for social approval.
Additionally, disfigurement is a factor in one’s ability to undertake self-care activities. In 2001, a
prospective descriptive study conducted by Dropkin with 75 HNCSs was undertaken to examine
the effects of disfiguring head and neck surgery on coping behaviors and anxiety using the
following instruments: The State-Trait Anxiety Inventory (Spielberger & Gorsuch, 1966); Ways
of Coping Questionnaire (Folkman & Lazarus, 1988); Coping Behavior Score and
Disfigurement/Dysfunction Scale (Dropkin, 2001). The findings from the study showed that selfcare preceded a decrease in anxiety postoperatively and that an inverse relationship between selfcare and anxiety increased over time (Dropkin, 2001). Self-care and anxiety had a statistically
significant relationship on postoperative day four (p = < 0.05) which increased on day five (p = <
.01). The author concluded that engagement in self-care activities preceded a decrease in anxiety.
Of note, coping strategies for problem-solving and social skills showed a lack of correlation
between anxiety and disfigurement/dysfunction. Dropkin (2001) offers three possible
explanations for this finding: (1) self-care requires one to confront oneself both in a mirror and
physically to accomplish tasks and thus lead to a reappraisal of oneself postoperatively; (2)
achieving mastery of the postoperative changes through focus on self-care tasks led to a decrease
in anxiety and (3) controlled exposure to the nursing staff, family and friends within the safe
environment that the hospital affords allows for teaching opportunities for the patient as well as
the family both for survival (maintaining a patent airway) and social skills.
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2.5 Functional Recovery
The literature review surrounding head and neck cancer from a functional recovery
perspective discussed regaining a sense of independence postoperatively as an important factor
in functional recovery (Scott & Eisendrath, 1986). Functional recovery entails disfigurement and
reconstruction, communication, early retirement from the workforce, intimacy issues, dysphagia
and nutrition. It is evident that these factors are intertwined. Disfigurement poses a threat to
one’s sense of self and self-esteem (Kobayashi et al., 2008). Changes in one’s facial appearance
and function interfere with communication, socialization, eating a meal, employment, intimacy,
overall QOL and reintegration into society. The sequellae of treatment leave many people
grateful to be HNCSs but unable to return to previous activities such as employment, hobbies,
activities with friends and eating in public (Goldstein, Genden, & Morrison, 2008).
The process of functional recovery is evidenced by the ability to regain independence in
one’s personal needs such as activities of daily living (ADLs) (e.g. bathing, dressing, eating) and
social needs such as reorganizing and re-establishing relationships (Dropkin, Magai, & Ungar,
2006; Scott & Eisendrath, 1986) The hallmark of this aspect of the recovery process is also
assessed by the degree of independence one attains in reengaging in relationships with family
and friends and returning to work if possible. Functional recovery necessitates that the HNCS
regain a sense of purpose, ability and self-worth rather than remaining dependent on others and
withdrawn. HNCSs with the greatest sense of independence achieve functional recovery sooner
than those who do not (Scott & Eisendrath, 1986).
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2.51 Disfigurement and Reconstruction
In 2012, a study was undertaken to explore perceived changes in intimacy among
HNCSs (O'Brien, Roe, Low, Deyn, & Rogers, 2012). The authors sent out questionnaires to 99
HNCSs initially, however the number was decreased to 16 patients for various reasons including
their demise and not wanting to drive that far to be assessed. The EORTC H&N35 and the UWQOL v. 4 (Hassan & Weymuller, 1993) with a self-designed question regarding intimacy were
mailed to determine candidacy for the study. Sixteen HNCSs were selected for the study. The
study utilized a qualitative approach with in-depth social interviews and a thematic analysis
using Colazzi’s method (O'Brien et al., 2012). The 16 patients were as follows: 12 men; 4
women; mean age = 58; age range 35-71 and time post-treatment was 4 to 10 years (mean 6.5
years). The inclusion criteria were that the participants had to be 12 months or more posttreatment and had to have completed the intimacy scale of the UW- QOL v. 4.
The analysis of the interview data revealed 11 statements about intimacy. These were
further winnowed down to three statements through discussion among the research staff. First,
the participants described what was termed personal identity. This negatively impacted intimacy
due to changes that a person experienced as an individual. Persons in established relationships
described this as a loss of independence and personal esteem that was related to change in a
given role. Some participants felt that changes in their appearance had a greater impact on
reduced self-esteem and loss of confidence. Participants with speech deficits noted that they were
treated differently during interactions with others, thus reinforcing the perception that they had
changed as a person following treatment (O'Brien et al., 2012).
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The second statement was termed re-establishing social networks. This was found to be
dependent upon the extent and severity of treatment required. HNCSs who received minimal
intervention and who reported a low intimacy score were able to return to work; social
alterations were considered to be within acceptable limits. The greater the extent of intervention
and the higher the intimacy score resulted in a greater degree of social readjustment. Eating in
public, noise levels, socializing in groups and drinking alcohol were noted to be problematic.
Functional changes and changes in appearance were noted to decrease HNCSs’ confidence and
acted as obstacles to meeting people of the opposite sex. HNCSs reported a change in attitude
and behavior that negatively impacted their desire to socialize.
The third statement derived from O’ Brien et al. (2012) was intimate relationships. The
HNCSs were asked to describe their intimate relationships with their partners and family and
discuss whether any changes or challenges had been observed following their treatment. All
participants emphasized communication as an essential tool for rebuilding intimate relationships.
The majority of participants considered the need for openness and a willingness to express
feelings, needs and desires to be critical factors in re-asserting trust and closeness in a
relationship. Gender differences were noted, in that women wanted to share and discuss issues
with partners and would describe their relationships in a positive manner if this type of intimacy
was reciprocated. Some of the male participants felt uncomfortable discussing emotions and
intimate feelings.
Communication was thought to be the key to establishing trust and facilitating the change
towards a physical connection. Tumor size, location and extent of intervention were determinants
of the number of difficulties HNCSs faced when attempting to re-establish physical intimacy.
Most notably, the importance of being able to embrace and kiss loved ones. A lack of sensation,

35

limited function, and loss of teeth, dry mouth and the limitations of an airway were all
considerations and in some instances impaired the spontaneity of a natural intimate moment.
Greater physical limitations were reported by some of the male participants. Though some had
social support others felt embarrassed and did not seek assistance. No differences were noted
across the range of participant age groups. The participants viewed physical intimacy to be a
natural part of daily life and all changes in intimacy were noted to be important regardless of the
age of the participant. An obstacle to re-establishing physical intimacy is related to cancer
treatment recovery issues. Cancer-related fatigue is both physically and mentally draining and
can raise issues of decreased libido. The change in roles of partners and other family members
had a negative impact on the intimate relationship. While participants recognized the fact that
they could not do without the day-to-day care given to them, they resented their loss of
independence which affected the sense of equality needed to maintain a level of intimacy
(O'Brien et al., 2012).
Henry et al. (2014) undertook an interpretive phenomenological study to explore the
lived experience of disfigurement. A purposeful sample of 14 HNCS were recruited using
maximum variation sampling to ensure that the sample was varied in age, gender, cancer
trajectory, time since initial disfigurement and degree of disfigurement. Semi-structured
interviews were completed with the interviewer and the participant offering interpretations of insession data. Emphasis was placed on paradigm shifts in HNCS’ experience of disfigurement
(Henry et al., 2014). The participants included seven males and seven females who were 1-75
months out from treatment (median 9.5 months) with a mild to severe disfigurement self-rating
(a score of 2-9 0n a 9 point observer rated disfigurement scale for HNC). A central experiential
them was identified: engagement in the world following disfigurement. This was comprised of
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an oscillation between a ruptured self and normalcy. The ruptured self was described as a sense
of embodied angst whereas normalcy was described as authentic being, the ability to live
according to one’s true self.

2.52 Communication
The ability to communicate with others is necessary to maintain socialization (Happ,
Roesch, & Kagan, 2004). Goldstein, et al. (2008) conducted a case study of one patient to
explore treatment-related issues in order to assess the need for evaluation and use of
rehabilitation services. The need for specific expertise available from specialty providers such as
speech language pathology, nutrition support, and counseling were identified in order to assist
patients to attain an optimal level of function (Goldstein et al., 2008). Frustration with the
inability to communicate clearly, the feeling that even close family members had no idea what
the patient was going through and time since the onset of illness were associated with increased
distress (Goldstein et al., 2008).
The inaccessibility of counseling services was noted to be problematic for those who
wished to receive help for depression or alcohol use (Hutton & Williams, 2001).
Recommendations were made to inform patients about all services that are available to them and
how to take advantage of these resources. The authors note that the role of alcohol consumption
and tobacco use are not well understood in regard to body image changes and the need for
psychological support. The point at which the need for psychological intervention became
apparent was not made clear, thus further research must be done to determine a means for
identifying patients who should receive counseling prior to surgery (Fingeret, Vidrine, Reece,
Gillenwater, & Gritz, 2010).

37

The communication experiences of cancer survivors during and after treatment were
explored in a phenomenological study (Fletcher, Cohen, Schumacher, & Lydiatt, 2012). Thirtynine HNCSs, two of whom underwent total laryngectomy, were interviewed between two to 24
months after primary treatment which included combinations of surgery, chemotherapy and
radiation. Two major themes emerged: change in communication (functional aspects) and “going
deeper into life” (Fletcher et al., 2012, p. 129). The authors noted that this represents the
existential nature of one’s journey in which one experiences gains and setbacks and develops
new ways of communicating as well as understanding the positive aspects of the situation.
Communication, in addition to one’s face, is how one demonstrates one’s humanness. The
difficulties experienced with communication created a sense of loss of one’s humanness among
the HNCSs that has not previously been reported in the literature (Fletcher et al., 2012). Dealing
with the adversities of pain, dysfunction and the frustration and isolation that resulted from the
change in ability to communicate led to personal growth and a deeper appreciation of life and
creating something positive from the experience.
Impairment of one’s ability to communicate leads to isolation and a loss of a sense of
community (Fletcher et al., 2012). These issues progressed as symptoms improved and as
patients developed a sense of community with other patients, physicians and one’s spouse,
partner or close friends. A pilot study to examine the communication needs of nonspeaking
hospitalized head and neck cancer patients found that the most frequent means of communication
was through pencil or pen and paper, mouthing words and gesturing (Rodriguez & Blischak,
2010). The study included 27 participants of whom 11 were HNCSs, eight were nurses and eight
were family members. Given the opportunity prior to surgery to record things that they wished to
communicate when unable to speak, the HNCS responses were as follows: suctioning (70%),
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breathing (60 %), pain, (60 %), information needs (50 %), toileting (50%) and feelings (40%). A
surprising finding noted by the authors was that nurses were the group with which the patients
had the most difficulty communicating. The patients and caregivers assigned a high priority to
the communication of psychosocial needs. The nurses who participated in this study assigned a
low priority to psychosocial needs, concentrating on physiologic needs.
Communication and socialization following surgery was noted to be hampered by the
presence of a percutaneous endogastric (PEG) tube and tube feedings(S. N. Rogers, Thomson,
O'Toole, & Lowe, 2007). Bypassing the oropharynx for nutritional purposes had a negative
impact on communication by allowing muscles to atrophy thereby impeding one’s ability to move
one’s tongue and lips in a coordinated fashion in order to speak (Dahlin, 2005).

2.53 Early Retirement (2000 to present literature)
An investigation was undertaken to determine the predictors for returning to work (RTW)
across four different cancer types (A. F. Cooper, Hankins, Rixon, Eaton, & Grunfeld, 2013). A
total N of 290 participants were recruited with the breakdown of which is as follows: n = 89
breast cancer patients; n = 57 gynecological; n = 47 HNC and n = 90 urology. The instruments
used were the Illness Perception Questionnaire (Broadbent, Petrie, Main & Weinman, 2006); the
EORTC (Aaronson, et al., 1993); the HADS (Zigmond & Snaith, 1983) and the Fear of
Recurrence Scale (Northouse, 1981). The mean age of the participants was 55 years (SD 10.5
years) with a range of 26 to 65 years. The participants were asked to recall the exact date of their
RTW at the 6 month and 12-month visits. In the event that the participant could not remember
the date, then either their diary was checked, or their employer’s human resources office was
consulted. Those participants who had not returned to work by the end of the study were given a
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proxy date: number of days since stopped working until enrollment into study plus 365 days (the
maximum length of follow up). HNC participants RTW in a mean 18.3 weeks. The 25th per
centile RTW in 7.7 weeks and the 75th per centile RTW in 38.4 weeks. Participants who
perceived greater consequences due to cancer took longer to RTW. Participants who perceived
greater physical functioning RTW sooner. Different predictors of RTW included psychological
factors which may be relevant to specific cancer types regardless of treatment. Illness
representations were modifiable through short term cognitive programs to increase the number of
patients who RTW and decrease the time to RTW. For HNC successful interventions “should
include person, environment and work-directed components” (Cooper et al., 2013 p. 666).
A Danish study completed in 2013 by Kjaer et al examined 2436 HNCSs for return to
work following treatment for HNC. Information was obtained from the Danish Head and Neck
Cancer Group for HNCSs treated curatively between 1992- 2008. Median age was 52 years, 80
% of the HNCSs were male, 69 % were married or cohabiting, 58 % had a medium level of
education and 49 % had a disposable income in the 2nd -3rd quartile. Multivariate regression
analysis was used to determine associations between socioeconomic factors (education, income
and cohabitating status), cancer specific variables (tumor site and stage), comorbidity, early
retirement pension and unemployment and were adjusted for age, gender and year of diagnosis
and Charlson Comorbidity Index (Charlson, Pompei, Ales & MacKenzie, 1987). The
sociodemographics factors studied were education level (low = 7- 9 years if born before 1
January 1958; medium 8- 12 years if born before 1 January 1958, 10- 12 years if born after 1
January 1958; and high level of education > 12 years); level of disposable income categorized by
quartiles (low = 1st quartile; medium = 2nd- 3rd quartile and high = 4th quartile), cohabitation
status categorized as married/cohabiting or living alone. Cohabiting was defined as two persons
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of the opposite sex over the age of 16 with a maximum age difference of 15 years living at the
same address without being married and with no other adults in the residence and Charlson
Comorbidity Index score grouped by cumulative score of 0, 1-2 and 3 or greater out of six. (Kjær
et al., 2013).
Two sets of analyses were conducted, the first set an estimation of the risk for early
retirement was completed for all patients including unemployed patients. The second set of
analyses was conducted to calculate the risk for unemployment of the subgroup of patients who
were working one year prior to treatment. Both sets of analyses were run for two models with
affiliation to the work market as a dependent variable and each separate sociodemographics
variable, cancer-related variables and comorbidity as independent variables. Logistic regression
analyses were calculated to estimate crude and adjusted odds ratios (ORs) with 95 % confidence
intervals (CI) adjusted for age, calendar year and gender in Model 1 and civil status, education,
income, comorbidity, site and stage in Model 2. No interactions between socioeconomic
variables, age, stage or comorbidity were found. A low level of education, low disposable
income, being divorced or unmarried and comorbidity were risk factors for early retirement and
unemployment following treatment (Kjær et al., 2013). This study was a retrospective chart
review and thus no information about work hours, intensity or stress was available to determine
their effect on resumption of work and patient-perceived ability to return to work.
A 2010 Dutch cross-sectional study of 85 HNCS was completed by Verdonck-de Leeuw,
van Bleek, Leemans, and de Bree using the European Organization for Research and Treatment
of Cancer Quality of Life Questionnaire C30 (EORTC QLQ-C30) [Aaronson, et al., 1993] and
the EORTC QLQ-H&N35 (European Organization for Research and Treatment of Cancer
Quality of Life Questionnaire Head and Neck 35) (Bjordal & Kaasa, 1992) and the HADS
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(Zigmond & Snaith, 1983). The inclusion criteria were: age less than 65 years; 6 years or more
from retirement age; 2 years or more following curative treatment for HNC. The exclusion
criteria were cognitive dysfunction, difficulty reading and not understanding the Dutch language.
The primary outcome was employment prior to treatment and a return to employment following
treatment. The independent variables were: sociodemographics; work load; disease stage and
treatment related aspects; treatment modality; time since treatment; health related quality of life
and emotional distress (total HADS score) (Verdonck-de Leeuw, van Bleek, Leemans, & de
Bree, 2010).
Of the 85 HNCSs, 53 were employed at the time of diagnosis (62 %), 32 HNCSs were
not working (38 %). Forty-four of the 53 HNCSs returned to work following treatment (83 %)
and 71% of the HNCSs who returned to work did so within six months of treatment (median
time 0- 24 months). Verdonck et al (2010) found that returning to work was significantly
associated with tumor stage (chi² = 6.93, p < .05), health related QOL and emotional distress.
Quality of life issues included loss of appetite (chi² = 9.13, p < .01); problems with social eating
(chi² = 14.25, p <.01); social contacts (chi² = 6.44, p <.05); teeth (chi² = 9.77, p < .01); trismus
(chi² = 10.24, p < .01); xerostomia (chi² = 7.04, p < .05); sticky saliva (chi² = 7.51, p < .05) and a
high level of anxiety (chi² = 6.58, p < .05). Verdonck et al. (2010) stated that the high rate of
return to work (83 %) was due to a focus on employment concerns of cancer survivors as well as
preventive measures to reduce radiation-related salivary dysfunction. The factors that were
identified as barriers to returning to work were oral dysfunction, loss of appetite, deteriorated
social functioning and increased levels of anxiety. A limitation of this study is the small cohort
size related to the unexpectedly high rate of return to work. The authors identified prospective
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cohort studies and efficacy studies regarding new treatment modalities and occupational health
services as avenues for future research.
In a 2008 study conducted to determine the cost of treatment for head and neck cancer,
52% of the patients who were employed prior to treatment did not return to work following
treatment (Elting et al., 2008). Also in 2008, Liu performed a study in China with 97 HNCS
participants using the Body Image Visual Analog Scale (BIVAS) (Mock, 1993) and the Body
Area Satisfaction subscale (BAS) (Brown, Cash, & Mikulka, 1990). The BIVAS is a 100 mm
long horizontal line with the left side (0 mm) indicating least satisfaction with one’s body image
and the right end (100 mm) indicating a high level of satisfaction. It offers a quick assessment
with overall satisfaction with one’s body image. The BAS subscale utilizes a five-point Likert
scale to assess the level of satisfaction with discrete areas of one’s body, with a score of one
being very dissatisfied and a score of five being very satisfied. Treatment included surgery,
chemotherapy and radiation therapy in varying combinations and reconstruction of the surgical
defect (Liu, 2008). Following treatment, the majority of the sample (n = 71) was less satisfied
with its appearance. Sixteen participants had an unchanged level of satisfaction and 10
participants reported improved satisfaction with their appearance; the author noted that this was a
surprising finding that requires further investigation. The outcome showed that dissatisfaction
with appearance led to premature retirement or a change in jobs post-treatment (Liu, 2008). It is
evident from reviewing the literature that early retirement is a noteworthy problem for HNCSs as
well as a loss to society, especially with traditional surgery and chemotherapy or radiation
therapy.
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2.54 Intimacy Issues (2000 to present literature)
Intimacy is problematic for the HNCS population. In a 2007 study by Rogers et al., 243
HNCS who previously had or still had a PEG tube, the HNCSs were noted to have problems in
all the subscales of the UW-QOL (Hassan & Weymuller, 1993). A PEG specific questionnaire
was also administered with 25% of patients reporting difficulty or avoidance of intimacy due to
having a PEG tube (Rogers et al., 2007). Difficulty was noted to arise from pain, leakage around
the insertion site, and the PEG serving as a reminder of their having cancer.
Intimacy was also reported to be a problem in one-third of the HNCSs that responded to a
postal survey sent between January 2000 and December 2006 (Low et al., 2009). The UW-QOL,
the European Organisation for Research and Treatment of Cancer Quality of Life questionnaireHead and Neck 35 (EORTIC H&N35) (Bjordal & Kaasa, 1992) and the Functional Assessment
of Cancer Therapy- Head and Neck scale version 3 (FACT-H&N V 3) (Cella et al., 1993)
respondents were queried about the impact of their cancer on their sexual relationships (Low et
al., 2009). The FACT H&N produces scores for subscales for the physical, social, functional and
emotional well-being dimensions. The instrument is capable of differentiating QOL across the
stages of disease, performance status, and hospitalization (Cella et al., 1993). Thirty-six per cent
of the participants under the age of 55 years reported problems with intimacy. Intimacy issues
declined in frequency by age with 26 % for ages 55-64, 16 % for ages 65-74 and 6 % for
participants over the age of 75. Participants with a spouse or partner reported fewer problems
related to intimacy than HNCS without a regular partner. The problems that were identified were
loss of interest and deriving less enjoyment (Low et al., 2009).
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2.55 Dysphagia
Dysphagia, as an immediate postoperative issue as well as a chronic sequellae following
head and neck cancer, and its treatment presents a significant functional problem among HNCS.
Sitting together and sharing a meal is a basic activity for anyone without HNC. To those with
HNC it is a time to seek avoidance rather than communion with one’s family.
A retrospective study of 211 oropharyngeal cancer patients treated using surgery, RT and
CRT in various combinations between 1992 and 2005 by Preuss et al (2007). The study revealed
that 10.9 % of patients who underwent surgery for oral squamous cell carcinoma (OSCC)
experienced dysphagia postoperatively and 8% experienced persistent dysphagia and pain
following surgery with adjunctive chemoradiation. The necessity for a long-term PEG tube was
noted in 10% of the cases and chronic aspiration was noted to occur at a rate of 5.2%. The need
for a temporary tracheostomy was noted to be 30% and permanent tracheostomies were needed
in 12% of the cases reviewed (Preuss et al., 2007).
A prospective non-randomized study of 54 HNCSs was undertaken to examine the
functional outcomes following Transoral Robotic Surgery (TORS) with regard to the need for a
gastrostomy tube (G tube) after surgery (Iseli, Agar, Dunemann, & Lyons, 2007; Iseli et al.,
2009). The incidence of postoperative G tube dependence was closely correlated with
preoperative dependence (p= .017), increased tumor stage (T stage) (p= .043), tumor site (p=
.034) and recurrent and second primary tumors (p= .008). Iseli et al. (2009) noted that TORS is a
feasible option for tumors that meet the clinical indications as well as for salvage surgery.
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2.56 Nutrition
Sorensen, McCarthy, Baumgartner and Demars (2009) conducted a study of the impact of
perioperative immunonutrition on postoperative wound healing following surgical resection of
cancer of the head and neck. The study was conducted at a military medical center in the pacific
northwestern United States (US). The participants ranged in age from 46 to 73 years of age.
Patients in the treatment group (n=8) were started on a protocol of IMPACT (®Novartis
Nutrition) Glutamine tube feeding for seven days preoperatively and seven days postoperatively.
IMPACT Recover (®Novartis Nutrition) is an oral supplement for patients who are able to
swallow a sufficient amount (1 L.) to meet 50% to 60% of their caloric needs. All treatment
group members received the form of IMPACT that was commensurate with their postoperative
swallowing function. The control group (n=7) received 1 L. of Isosource 1.5 (®Novartis
Nutrition) daily during the same 14-day period. Both groups were allowed to follow their
preoperative diet as tolerated until the day of surgery (DOS) keeping a food diary to analyze as a
variable for statistical purposes (Sorensen, McCarthy, Baumgartner, & Demars, 2009). Isosource
is high in calories and nitrogen, but lacks the immune support from Arginine, Glutamine and
polyunsaturated fatty acids (Sorensen et al., 2009).
Preoperative markers of nutritional status were obtained for each study participant at the
preoperative visit and on the DOS, postoperative day (POD) 1, POD 4 and POD 8. Values were
obtained for the following laboratory studies: albumin, prealbumin, C-reactive protein (CRP),
complete blood count (CBC) and total lymphocyte count (with analysis of subsets CD3, CD4,
CD8, CD4:8, CD19 and CD56). Skin testing using the tetanus, tuberculosis and candida antigens
was projected to be done in both cohorts prior to and after surgery to demonstrate the
immunomodulating effects of IMPACT (®Novartis Nutrition). The collection of this data was
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incomplete (5/15 completed preoperatively; 2/15 completed this postoperatively) and therefore
this information was excluded from comparative analysis for correlation to the lymphocyte
subpopulations. Although this was a pilot study and the results were not statistically significant,
the treatment group had a shorter period of serous drainage and erythema following surgery.
However, healing times were consistent between the two groups. Sorensen et al., (2009) were
able to demonstrate the promise for further research in perioperative immunonutrition.

2.60 Cognitive Recovery
Cognitive recovery incorporates one’s coping strategies and self-concept. Cognitive
recovery gives rise to the processes of reintegration of body image and self-concept. Self-concept
evolves throughout one’s lifetime (Scott, Oberst, & Dropkin, 1980), thus the abrupt physical and
functional changes in HNC cause the HNCS to lose their frame of reference. HNC exacts a
heavy toll on the ability to cope with the effects of treatment. Cognitive recovery entails
discussion of alcohol use and the continuation of smoking, information seeking, adaptation to
disfigurement, race and culture, and self-efficacy.

2.61 Alcohol Use and Continuation of Smoking
The habitual consumption of alcohol in large quantities has been associated with a higher
risk for developing HNC (Shah et al., 2012). Heavy use of tobacco products has also been shown
to contribute to the development of HNC particularly in conjunction with heavy intake of
alcohol. In addition to the increased risk for HNC alcohol abuse and smoking are implicated in
poor nutrition and wound healing (Sorensen et al., 2009).
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Continuing to smoke despite a diagnosis and treatment for HNC has been strongly linked
to depression. Poor physical quality of life (PQOL) was strongly linked to smoking cessation;
however, this holds true only for individuals who are not depressed (Hayes, Dunsiger, &
Borrelli, 2010). Successful smoking cessation involves a multifaceted approach tailored to the
needs of the HNCS. In addition to education, PQOL and depressed mood must be taken into
consideration.
Delirium and alcohol withdrawal syndrome (AWS) add significant morbidity and
mortality in postoperative HNC patients (Lansford et al., 2008). Lansford, et al. (2008)
investigated the efficacy of a symptom-triggered standardized care protocol for treating
postoperative AWS in HNC patients with a mean age of 61 (+/- 10 years). Eighty-one per cent of
the participants were male. The study was conducted at an academic medical center in the Great
Lakes region of the US. The prospective cohort study consisted of 24 HNC patients enrolled in
the protocol and who developed AWS postoperatively between March 2003 and March 2005.
Twenty-six participants were initially enrolled; however, two participants failed to develop AWS
and were therefore excluded from the analysis. A control cohort of 14 postoperative HNC
patients was analyzed retrospectively for the time period of March 2000 to December 2002 prior
to initiating the protocol. All participants consumed at least one to two drinks a day and had a
score of greater than zero on the CAGE Questionnaire (Mayfield, McLeod, & Hall, 1974). The
CAGE questionnaire is a four-question screening tool used to detect or suspect alcoholism. The
clinician asks the patient to respond with yes or no answers to the following: Have you ever felt
you ought to Cut down on your drinking? Have people Annoyed you by criticizing your
drinking? Have you ever felt bad or Guilty about your drinking? Have you ever had a drink first
thing in the morning to steady your nerves or get rid of hangover (Eye-opener) (Ewing, 1984)?

48

An answer in the affirmative to two or more of these queries is suspicious for the presence of
alcoholism and a further detailed history of alcohol use must be obtained (Ewing, 1984). While
always important, this knowledge takes on a special significance in the preoperative setting
wherein the patient will be admitted for surgery and will be without alcohol, risking AWS.
Lansford, et al. (2008), noted that signs of AWS characterized by autonomic nervous system
excitation begin to develop from six to 24 hours following abstinence in alcohol-dependent
individuals. The period of hyperactivity peaks at approximately 24-48 hours after the cessation
of alcohol intake with a period of delirium afterward that is specific to each individual in terms
of length of time and severity. For the purpose of developing the protocol the authors created
three subsets or types of AWS based on the symptoms that were being exhibited. AWS type A
was demonstrated by anxiety, nervousness and irritation by light and noise. The authors noted
that type A AWS is treated successfully using the benzodiazepine lorazepam. Nausea or
vomiting, tremor, diaphoresis and elevated blood pressure and heart rate characterize AWS type
B. Clonidine a central α2 agonist is administered to suppress the release of catecholamines and
decrease adrenergic activity. Complications in type B include myocardial ischemia, atrial
fibrillation or flutter and myocardial infarction and can be life threatening. The third type of
AWS, type C, is manifested by delirium distinguished by lack of orientation to self, time, place
coupled with visual or auditory hallucinations. The protocol stated that the initial treatment
involves an attempt to reorient the person. If unsuccessful, the treatment is the administration of
haloperidol. The use of benzodiazepines is contraindicated as they may exacerbate psychomotor
agitation, requiring higher doses of benzodiazepines which increase the risk of respiratory
depression. The authors note that use of the standardized protocol resulted in a decreased number
of transfers to the intensive care unit (ICU) (29% in the preprotocol group vs. 4% in the protocol
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group p= .03). The length of ICU stays decreased, as did the use of mechanical restraints;
however, the cost of care and frequency of wound complications were not statistically different.
The study results indicate that the AWS protocol using the CAGE questionnaire was 87.5%
sensitive and 99.7% specific for identifying HNCSs at risk for postoperative AWS. The authors
indicate that the protocol was effective in differentiating the subtypes of AWS quickly and
directing patient care accordingly (Lansford et al., 2008).
Prediction of possible postoperative delirium tremens (DTs) in HNCSs has been difficult.
Nineteen variables that have been shown to be reliable indicators for alcoholism or postoperative
delirium were examined to identify possible predictors of alcohol related delirium in 774 patients
following HNC surgery (Shah et al., 2012). The variables that were studied were: age; gender;
self-reported race; self-reported living alone; markedly abnormal laboratory values for sodium,
potassium or glucose; preexisting cognitive impairment; poor self-reported functional class;
elevated mean corpuscular volume (MCV); American Society of Anesthesiology (ASA) class;
duration of surgery (at least 2 hours) and eight questions that were modified from the CAGE
questionnaire. Completion of univariate and multivariate analyses reduced the 19 variables to six
predictors for postoperative delirium in HNCSs: advanced age (>69 years; p< .01); preexisting
cognitive impairment (p<. 01); longer duration of surgery (>6 hours; p< .01); ever having been
advised to cut down alcohol consumption (p< .01); not refraining from drinking for at least one
week in the year prior to surgery (p < .01) and an MCV greater than 95.0 (p< .01). Preoperative
screening can aid in the identification of HNC patients at risk for AWS. Early identification can
lead to early intervention to prevent AWS from developing, thereby decreasing the rate of
postoperative complications (Shah et al., 2012).
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The roles of alcohol and tobacco use were explored as they relate to QOL in a sample of
570 HNC patients from two sites, a VA Medical Center and a university hospital in the great
lakes region of the US (Terrell et al., 2004). Of the 570 participants 521 were Caucasian, 29 were
African American and 13 reported as “other”. Due to the small number of participants who were
not Caucasian, the authors combined the African American and “other” race groups with the
final demographic being described as white and nonwhite (Terrell et al., 2004). Alcohol and
tobacco use are major risk factors for head and neck cancer, however the authors noted that
alcohol and tobacco use have been often overlooked in studies investigating the QOL of this
patient population (Terrell et al., 2004). The findings showed that 37% of the HNCSs had
smoked within the past six months, 13% were noted to have a drinking problem (AUDIT scores
 8) and 44% were depressed (GSD-SF  4); reflecting on these data, the authors posited that
there is an important link between these health behaviors and QOL (Terrell et al., 2004). In a
subsequent study at a VA HNC clinic, researchers found that 30% of 973 HNCSs selected as a
convenience sample from the VA head and neck cancer clinic were still smoking following
treatment (Duffy et al., 2007).
A study of 139 participants was undertaken by Van Liew, Christensen, Howren, Karnell,
and Funk (2014) to determine the impact of fear of recurrence (FOR) of HNC on continued
tobacco use. The researchers noted that the increase in the length of survivorship changed the
HNCS’ focus from survival to QOL. The findings showed that FOR was greatest before and
during follow up appointments, routine diagnostic tests, the anniversary of one’s diagnosis,
surgery, birthday and news of illness in a family member. The authors further cite the act that 20
% of HNCS’ experience a recurrence in the first years following initial treatment 90 % of the
time. This fact places emphasis on the need to modify behavior choices using modifiable risk
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factors for HNC. Continuing to smoke raises one’s risk of recurrence by 400 %. Smoking
cessation decreases one’s risk of recurrence by 200 %. The mortality rate of HNCS who continue
to smoke is increased 20-61 % over those who quit smoking (Van Liew, Christensen, Howren,
Hynds Karnell, & Funk, 2014).

2.62 Information Seeking
The process of adaptation begins with preoperative education. The unknown and the fear that is
generated by the lack of knowledge hamper postoperative adaptation. Roing et al. (2009) noted that patients
desire to be included in discharge planning and rehabilitation throughout their hospitalization.
Parker et al (2014) undertook a qualitative descriptive study to describe the experiences of HNCS
who underwent major surgery. Interviews of 12 HNCS (n= 10 males and 2 females) were interviewed 7- 26
months following surgery. An inductive iterative process of reading, reflecting, and writing was used for
analysis of the interview data to arrive at an interpretive description. The experience was described as
generally emotionally and physically painful and difficult, with the participants often feeling overwhelmed
and unprepared. Four themes were derived from the data: having only half the story; shocks and aftershocks;
living with the aftermath and being supported. In knowing only half the story the participants described a
sense of not having enough information regarding what would happen next and that professionals failed to
indicate what the experience would be like. This led to a sense of being frightened, alone and betrayed
(Parker et al., 2014). Shocks and aftershocks described the feeling of shock at the diagnosis of cancer and
aftershocks consisted of not knowing what they had to cope with. Prior to diagnosis life had come to a
standstill and following diagnosis there was no chance to rest and process information. Living with the
aftermath described the experience related to other people’s responses to their appearance. The HNCS
reported feeling different and seeing the world differently. The ongoing assault due to multiple procedures
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led to a sense of repeated injury. Struggles were reported with depression, self-pity, fear of dying and a sense
of loss of control. The financial impact was said to be devastating. Of the nine participants working
preoperatively only six had returned to work at the time of their interview. A change in values was reported
by some participants with a greater sense of how family supported enabled them to endure the HNC
experience. The final theme, being supported, described how tension and emotional anguish were lessened
by the presence and support of others, however this was accompanied by a sense of being a burden on others.
Support was found to connect the participants to the past and was found to provide a sense of biographical
continuity when changes in appearance challenged their sense of self. Non-family members who had
undergone similar procedures provided helpful support as they had lived through the experience (Parker et
al., 2014).
Support needs were further explored by Moore et al. (2013) in a qualitative study of eight participants
(n= 7 males and 1 female) with oropharyngeal (OP) cancer. The Lazarus and Folkman Stress, Appraisal and
Coping model (1984) was used to analyze the interview data. The researchers determined that OP cancer
patients have greater support needs and health and system information needs than for other cancers (Moore,
Ford, & Farah, 2014).
A descriptive exploratory research design was used to determine the content of discharge advice
received by 21 HNCSs and to determine what factors hinder or promote adoption of the advice by the
HNCSs (de Leeuw, Prins, Merkx, Marres, & van Achterberg, 2011). There was a total of 21 participants in
the study. The mean age was 59 with a range of 40 to 76 years old. Sixteen of the participants were male and
five were female. Treatment types for the group were as follows: surgery only (n = 9); surgery/RT (n = 3);
RT only (n = 7) and RT/CT (n = 2). The participants reported a total of 136 individual forms of advice or
instruction (mean = 6; range = 1-13). Of 23 HNC topics five were addressed in more than half of the study
participants. Most of the advice was given orally (n = 19). Oral and written advice was given to 12
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participants. Written advice alone was not reported to have been received by any of the participants. The
advice given by nurses on wound and skin care, nourishment and dental care were followed best by
participants. Approximately one-half reported that they were able to follow advice given regarding pain
management and smoking cessation. During their interviews all of the participants were asked to state topics
they had missed in receiving advice. Eight of the participants mentioned that they had missed advice on eight
topics. Two of the topics were missed by more than one participant: ways to cope (n = 4) and advice on
dental implants (n = 3) (de Leeuw et al., 2011).
Two main categories with six subthemes were noted: professionals (Advice content and efficacy and
Behavior and attitude) and patient characteristics (Cognition- perceptions and processing information;
Emotion; Behavior and Social aspects). Advice content and efficacy was noted to be positively influencing if
the symptom was instantly relieved. A strong negative influence was reported if there was no relief or if the
advice brought new problems. Behavior and attitude were noted to be influential with regard to adopting
advice. Providing encouragement and maintaining human interest helped participants to master a task and
therefore to be willing to adopt the advice given. The four subthemes related to patient characteristics will
now be addressed. All participants noted personal cognitive aspects that affected the motivation to adopt
certain advices. Factors that brought about a positive influence were personal view on maintaining good
health and independence; being convinced that the advice is going to work and having faith in the medical
professionals. Having strong convictions about health issues can bring about a negative influence on whether
to accept the advice. Feelings or fear, anxiety and occasionally despair hindered participants in listening to
advice or finding a way to fit the advice into daily life. Conversely, knowledge of what makes you feel happy
and acting upon that feeling enabled some participants to embrace advice. Behavior included the fit of the
advice with daily living. The participants stated that the better the fit, the better the motivation for adopting
the advice. Social aspects such as the influence of family and social environment were acknowledged by
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many of the participants as the motivating factor for accepting the advice. As with all things, there were some
participants who did not have strong, positive family ties and they were less likely to follow advice given to
them by professionals.

2.63 Adaptation to Disfigurement
Sobecki-Ryniak and Krause (2013) described the historical evolution of treatment for
HNC with a focus on patient self-care requirements. Tumors and cancer dissection were labeled
according to the severity and extent of the disease as radical, modified or selective depending on
the location size, depth, differentiation, vascular or perineural invasion and metastasis. The
drawbacks of radiation therapy and chemotherapy were noted in that radiation can cause humoral
and cell-mediated immunity suppression whereas chemotherapy can cause disfigurement due to
port location, nail, skin and tooth discoloration and hair loss. Changes in the face due to
treatment transform one's whole being due to adjustments to accommodate routine activities
(Sobecki-Ryniak & Krouse, 2013). Prior to 1997 studies of HNCS upheld pre-treatment concerns
regarding disfigurement. Beginning in the late 1990s to 2000s less invasive treatments evolved
that led to an emphasis on functionality, incorporating rehabilitation from the time of diagnosis.
This created a paradigm shift from adaptation to disfigurement to functional and rehabilitative
care postoperatively. Chemotherapy and radiation therapy are the current initial standard
treatment for organ preservation. The face is the most visible representation of a person. It
incorporates two-way audiovisual communication with others. Elevated preoperative anxiety
levels have been shown to decrease one's ability to cope effectively postoperatively. Early
implementation of self-care practices postoperatively helped to decrease anxiety and stress so a
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patient could take on increasingly difficult tasks that require increased psychomotor skills.
HNCSs are now receiving information preoperatively to help the patient and his family prepare
for altered functionality such as mastication, deglutition, phonation, speaking, tasting, olfaction
and vision. HNCSs with inadequate swallowing function preoperatively are at increased risk of
chronic swallowing dysfunction postoperatively that results in a decreased QOL and often
premature retirement from the workforce. Swallowing function has been shown to improve
postoperatively when swallowing exercises were employed preoperatively. Nurses play a pivotal
role in instructing and supporting HNCSs from pre-treatment through post-treatment and
recovery. The patient's perspective regarding diagnosis and management of HNC is essential to
treatment planning. The HNCSs acceptance of self-care management and rehabilitation plans can
improve survival rate, decrease morbidity and improve QOL.
Goldstein et al., (2008) report that the strongest desire following treatment is to return to
the pre-diagnosis lifestyle as quickly as possible. Furness, Garrud, Faulder and Swift (2006)
completed an exploratory cross-sectional grounded theory study of 29 subjects with facial
disfigurement; 21 had a cancer diagnosis versus seven that had other reasons for deformity. The
purpose of the study was to identify and describe the process and predictors of adaptation.
Following surgery, the group with a cancer diagnosis perceived their appearance as less altered
(1.57 vs. 2.13 X2 = 4.1. df =1. P = <0.05) (Furness, Garrud, Faulder, & Swift, 2006). The cause
for this finding could not be determined from the available data, as most subjects had oral or jaw
tumors rather than orbital disease. Gratitude for survivorship was surmised by the authors, and
further study was advised regarding causes for disfigurement, perceived severity or “other
unmeasured factors” (Furness et al., 2006, p 463). Personal and environmental variables were
found to act as mediators of the outcome. A sense of humor and optimism were associated with a
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positive outcome wherein the disfigured patient adapts to the disfigurement. A high level of trait
anxiety and pessimism were associated with poor coping with an altered appearance.
Konradsen, Kirkevold, and Zoffmann (2009) undertook a grounded theory study of 14 nurse-patient
dyads to investigate the issue of disfigurement and discussion of this topic with professionals. The patients
all had cancer of the head, eye or neck thus disfigurement was unavoidable. The study found that nurses did
not raise the subject of disfigurement if they evaluated the degree of disfigurement and found it to be minor
based on their nursing experience and the disfigurement/dysfunction scale. In addition, nurses cited the
emphasis on survival rather than disfigurement as the issue that was most important to the patient. The
authors posited that the topic of disfigurement was effectively silenced by preconceived ideas of the nurses
regarding the importance of survival versus appearance, decreased sensitivity to the subject based on length
of time caring for head and neck cancer patients and improvements in technique that reduce disfigurement.
Subsequently the nurses avoided any discussion of the subject until the patient initially raised the subject
(Konradsen, Kirkevold, & Zoffmann, 2009).
The problem of inadequate preoperative preparation was further noted by Chen, Tsai, Liu, Yu, Liao,
and Chang, (2009) who studied 122 HNC patient-caregiver dyads in Taiwan and found that patients and
caregivers reported a lack of preoperative education about postoperative expectations. The three most
important needs identified were information about navigating through the health system, psychological
support and patient care and support. Caregivers reported a need for education concerning the method for
assuming the caregiver role, postoperative care, and respite care when needed as well as how to reconstruct
the social network. Both patients and caregivers identified a need to address these issues preoperatively and
to include them in discharge planning (Chen et al., 2009).
In 2009 a hermeneutic phenomenological study was conducted at a university hospital in
Sweden to assess one’s being in the world after treatment of oral cavity cancer. The study sample
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consisted of five participants (2 women and 3 men) ages 48 to 81 years (mean age 61) with oral
and oropharyngeal cancer (Roing, Hirsch, Holmstrom, & Schuster, 2009). The participants had
all undergone surgery and radiation therapy. Ten themes were identified in that study: existing as
oneself; the Changed Self; the self as captive to a changed mouth; existing in the eyes of others;
oneself as normal again; the self as pitied; the self as confirmed; existing with others; the
abandoned self; the self as dependent and oneself as transformed (Roing, et al., 2009). Roing, et
al. (2009) discussed the need for rehabilitation to be planned at the outset of treatment.
The stigmatizing effects of the disfigurement of orbital exenteration and its effect on
interpersonal relationships was investigated by Bonanno, Esmaeli, Fingeret, Nelson, and Weber
(2010). This was a qualitative interview study conducted at a university medical center in the
southwestern US to explore the nature of interpersonal relationships and the factors that affect
relationships. The study design included a group of 12 HNCSs who had undergone orbital
exenteration and a group of 12 relatives of the survivors (spouses, children and siblings), all of
whom were interviewed (Bonanno et al., 2010). The interview findings showed that patients with
facial disfigurement were able to interact comfortably with family members and friends. Three
archetypes of responses were identified: intrusion- the person is asked about his appearance;
sympathy; and benign neglect- not looking at the disfigured person. Sympathy was found to
impart support in small groups only. In large groups the offering of sympathy created a great
deal of emotional discomfiture for the HNCS by causing the HNCS to become the focus of the
large group (Bonanno et al., 2010).
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2.64 Race/Ethnicity and Culture in HNCS Recovery
The role of race/ethnicity in recovery of HNC has been left relatively unexplored. The
literature contains references to the recovery process in African American (AA) HNCSs in a
single literature review by Dropkin, Magai and Unger (2006). There is, however, no research
located that documents the recovery experience of AA patients with HNC. Information is lacking
with respect to the coping skills, social network, physical and functional adjustment to the
treatment including surgical resection and reconstruction.

2.65 Self-Efficacy
Goal re-engagement, self-efficacy and psychological distress were studied by Offerman,
Schroevers, van der Velden, de Boer and Pruyn (2010) in 20 HNC patient-partner dyads using
the Hospital Anxiety and Depression Scale (HADS) (Zigmond & Snaith, 1983) and the Goal
Facilitation Inventory (GFI) (Maes, Ter Doest, & Gebhart, 2002). The HADS was designed as a
self-assessment tool for hospitalized patients to determine whether anxiety or depression is
present in order to assess the need for intervention. The GFI was designed to assist individuals in
creating and achieving goals in the following four domains: personal growth; physical wellbeing; social relationships and self-confidence (Maes et al., 2002). Ten patients were in active
treatment for head and neck cancer and ten patients were in palliative treatment. Goal reengagement was found to significantly reduce patient depression (r = .47, p < .05). A higher
degree of self-efficacy resulted in significantly less depression (r = .73, p < .001) and less anxiety
(r = .60, p = < .05). Similar findings were noted in the partners showing a decrease in anxiety
level (r = .60, p = < .01), depression (r = .71, p = < .001). Also noted for partners was a decrease
in depression with increased goal self-efficacy (r = -.45, p = < .05) (Offerman, Schroevers, van
der Velden, de Boer, & Pruyn, 2010). These findings underscore the importance of returning to
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pretreatment ADLs and independence as soon as possible to diminish or forestall anxiety and
depression following treatment for HNCSs.
The role of self-efficacy was investigated as a possible explanatory factor for the degree
of psychological dysfunction due to facial disfigurement. Fear of negative evaluation by others
was examined in a study consisting of 76 HNCSs disfigured by surgery (Hagedoorn &
Molleman, 2006). The purpose of the study was to examine the role of social self-efficacy in
alleviating psychosocial distress associated with negative reactions by others due to facial
disfigurement. Hagedoorn, et al. (2006) used linear regression analysis to evaluate data collected
in a pilot test of their Facial Disfigurement Questionnaire with that collected using the Social
Self-Efficacy Questionnaire (Sherer et al., 1982), Spielberger’s State-Trait Anxiety Inventory
(STAI) (Spielberger & Gorsuch, 1966) and the Distress in Reaction to Unpleasant Behavior of
Others Questionnaire (Watson & Friend, 1969). The Social Self-Efficacy Questionnaire is used
to assess the expected degree of self-efficacy in a given social situation. The STAI is an
inventory of 40 items that are used to determine one’s level of anxiety and determine whether it
is state anxiety related to present circumstances or whether it is trait anxiety indicating that the
individual has by nature a tendency toward feeling anxious. The Distress in Reaction to
Unpleasant Behavior by Others instrument measures psychological distress and social isolation
of a facially disfigured individual as a result of the behavior of others. The Facial Disfigurement
Questionnaire is a two-item inventory asking patients to rate on a four-point Likert scale whether
they feel that others can see that they are or have been ill and whether the patient believes that
there has been a change in his appearance due to his disease. Following the collection of this
data, the patient’s appearance was judged on a seven-point Likert scale by self-assessment and
then by their physician’s assessment. The findings illustrate the role of social self-efficacy, given
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that participants with more severe disfigurement who had higher self-efficacy scores perceived
receiving fewer negative reactions by others related to their disfigurement ( -0.43
psychological distress vs.  –0.24 for social isolation, p < 0.01). Hagedoorn and Molleman
(2006) believe this result was due to the perception of greater control over one’s environment
and interacting with others on one’s own terms.

2.70 Affective/Emotional Recovery
Affective recovery is mediated by the means through which HNCSs confront their
emotions and feelings related to their disease process and the effects of treatment (Dropkin et al.,
2006). Anxiety and depression are the most frequently reported emotional responses to treatment
for HNC.
D’Haese, et al. (2000) conducted an intervention study in Belgium with 68 adult cancer
patients with various types of cancer including HNC. The composition of the cohort by cancer
site was as follows: 25 breast cancer patients; 16 lung/head and neck cancer patients and 27
patients with cancer of the pelvis. Head and neck cancer patients were not separated further from
the lung/head and neck group. The STAI was used to determine the effect of the timing of
information prior to treatment and its effect on anxiety and satisfaction with treatment. It was
found that receiving information on two occasions rather than once, led to a decreased state of
anxiety; however, this was not effective for participants with high trait anxiety (D'Haese et al.,
2000). The authors noted an unexpected finding in that support from significant others led to an
increase in state anxiety.
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In 2009 another group of Japanese researchers (Mochizuki, Matshushima, & Omura,
2009), used the Japanese version of HADS, the Functional Assessment of Cancer TherapyGeneral (FACT-G) (Cash & Labarge, 1996) and the FACT-H&N (for head and neck) (Cella et
al., 1993) to investigate the effect of head and neck cancer surgery on the relationship between
perioperative psychological state, anxiety and QOL. The findings revealed that depression
peaked at one week postoperatively, improved at one month and was slightly further improved at
six months. QOL decreased at one week after surgery but was better than it was preoperatively at
one month and at six months after discharge (Mochizuki, Matshushima, & Omura, 2009).
Semple, Dunwoody, Kernohan, and McCaughan (2009) studied the efficacy of a targeted,
problem-focused intervention program for improving social dysfunction after treatment for head
and neck cancer following screening for psychosocial distress. The instruments utilized were the
HADS, brief Cope, SSQ6 (Sarason, Sarason, Shearin, & Pierce, 1987) and the Work and Social
Adjustment Scale (WASA) (Mundt, Marks, Shear, & Greist, 2002). The authors state the
limitations of the study were the small sample size (N=49), lack of randomization or blinding
and differing types of psychosocial interventions used. A quasi-experimental design was used
wherein 54 participants were enrolled and then allowed to self-select either the experimental
group or the control group. Twenty-five participants selected the experimental group; 29
participants selected the control group (Semple, Dunwoody, Kernohan, & McCaughan, 2009).
All participants were pre-screened for evidence of psychosocial dysfunction using predetermined
cut-off points of ≥ 12 on the WASA and ≥ 8 on the anxiety or depression subscales of the
HADS. Attrition resulted in a final tally of 24 participants in the experimental group and 25
participants in the control group. The experimental group received individual therapy sessions in
the home with a minimum of two sessions and a maximum of six sessions. The sessions were
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targeted to the problems identified by each participant on the HADS, brief Cope, SSQ6 and the
WASA. In addition, a booklet developed by the authors entitled “Managing Your Cancer
Concerns” was given to each member of the experimental group. The control group had standard
therapy including appropriate referrals to specialists for speech, swallowing, nutrition support
and clinical nurse specialist (CNS). Baseline scores for anxiety (p= .002) and depression (p=
.029) were significantly higher for the experimental group. The intervention was noted to have a
positive effect on anxiety and depression that was maintained at the three month mark when the
study was concluded. Anxiety and depression were noted to worsen slightly for the control
group. The authors surmised that HNCSs prefer individual therapy sessions with adjunctive
bibliotherapy (Semple et al., 2009).
Pandey, Devi, Ramdas, Krishnan, and Kumar (2009) investigated the effect of
psychological distress and QOL using the Distress Inventory for Cancer-2 (DIC-2) (Thomas,
Thomas, Nandamohan, Nair, & Pandey, 2009) and the FACT-HN in a study with 123 HNCSs
who were undergoing multimodal treatment at a university-based medical center in India. The
authors noted that the findings reinforced the inverse relationship between psychological distress
and QOL. Predictors of distress were education, occupation, tumor and nodal stage. A higher
education level and occupation were noted to decrease distress. Tumor size and nodal stage
decreased distress when the patient had a small tumor at an early stage tumor and limited nodal
disease. Modifiers of distress were identified as financial security as well as understanding and
support from one’s partner. Financial security alleviated distress by allowing the patient to go
through treatment without worrying about lost time at work and decreased income (Pandey,
Devi, Ramdas, Krishnan, & Kumar, 2009).
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Psychosocial adjustment to disfigurement as it relates to gender and social support was
examined in a 2003 study (Katz, Irish, Devins, Rodin, & Gullane, 2003) using the Center for
Epidemiologic Studies- Depression Scale (CES-D) (Radloff, 1977), the Defensive SelfEnhancement subscale of the Multidimensional Self-Esteem Inventory (MSEI) (O'Brien &
Epstein, 1988), the Bradburn Affect Balance Scale (Bradburn, 1969) and the Atkinson Life
Happiness Rating (Atkinson, 1978). The findings showed that women had higher levels of
depression with a mean score for the CES-D of 16.18 (SD 13.21) for women and 9.88 (SD
10.52) for men. Women had lower life happiness scores than men. Social support was found to
be a mitigating factor with regard to well-being for women but not for men when the interaction
between gender, social support and disfigurement was assessed (Katz, et al., 2003).
The effect of gender was explored further with different results, demonstrating the
complexity of this factor. Fingeret, Vidrine, Reece, Gillenwater, and Gritz (2010) completed a
study to determine the effects of disfigurement and gender on postoperative depression using the
Body Image Scale (BIS) (Hopwood, Fletcher, Lee, & Al Ghazal, 2001), Appearance Schemas
Inventory-Revised (ASI-R) (Cash & Labarge, 1996), Body Satisfaction Scale (BSS) (Slade,
Dewey, Newton, Brodie, & Kiemle, 1990), Fear of Negative Appearance Scale (FNAS)
(Lundgren, Anderson, & Thompson, 2004) and Head and Neck Appearance subscale (HNA)
(Gliklich, Goldsmith, & Funk, 1997). The findings showed that gender made no difference with
depression. Further demonstrated was the fact that the BIS is the only measure that focuses on
change in appearance as a result of disease and treatment (Fingeret et al., 2010).
A study of 109 hospitalized oncology patients was undertaken by Aitini et al. in 2006
using the STAI-Y to evaluate the effects of a twice weekly social hour referred to as the “Life
Sound” experience (Aitini et al., 2007). The STAI-Y was administered two hours before and two
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hours after the hour-long get-together during which patients could converse with each other,
physicians and nurses, play music or celebrate a special occasion (i.e. birthday). Scores for the
pre “Life Sound” gathering noted women having a score of 38.92 (SD 8.25), while men scored
37.95 (SD 10.86). Following the second administration of the STAI-Y women scored 34.72 (SD
1.29) and men scored 34.82 (SD 1.17). The final calculations show t = 4.74 with a p value of
0.001 which is statistically significant, demonstrating the value of social support in any setting.

2.80 Transoral Robotic Surgery Outcomes
In terms of outcomes following TORS, the literature reports a generally favorable
outcome with TORS versus mandibulotomy and adjuvant therapy. TORS also compared well in
comparison to the carbon dioxide (CO2) laser. Speaking and swallowing function were good,
and no adverse events were reported.
The surgical robot has become instrumental in providing an array of reconstructive
options following resection of HNC with a resultant defect in the oropharynx (Duvvuri,
Bonawitz, & Kim, 2013). The role for surgical robotics in HNC continues to expand due to the
technical advantages afforded to the surgeon in magnification and illumination of the operative
field and stereoscopic vision.
In a 2014 study by Richmon, Feng, Yang, Starmer, Quon, and Gourin, 91 patients were
treated with TORS. Seventy-nine patients had malignant lesions and 12 patients were treated for
obstructive sleep apnea (OSA). The outcomes that were measured were postoperative
complications defined as an event related to surgery occurring within 30 days following surgery,
time to initiation of oral diet, and hospital length of stay (Richmon et al., 2014). Comorbidities
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were measured using the Kaplan-Feinstein comorbidity index (Kaplan, 1974) where 0 equals no
comorbid disease; 1 equals mild comorbid disease; 2 equals moderate disease and 3 equals
severe disease. Patients with grade 0-1 disease were considered to have mild disease and patients
with grade 2-3 were considered to have advanced disease. Postoperative complications noted
included the following: hemorrhage, dehydration, prolonged intubation, hospital readmission,
aspiration, thrush, pulmonary infections, the unanticipated placement of a PEG tube, return to the
operating room, and lingual or hypoglossal nerve palsy. Seventy-three of the patients were male
and 18 were female. The mean age was 59 years (range 27-88 years). 57 of the 79 patients with
malignant lesions were HPV positive. The mean length of stay was 1.51 days (range 1-5 days).
The complications that occurred were as follows: hemorrhage in 8 patients (5 were readmitted
and 3 were not); prolonged intubation occurred in 3 patients; dehydration occurred in 3 patients
(2 were readmitted, 1 was not) and 2 patients developed oral thrush for which 1 patient was
readmitted and 1 was not. There were no other complications noted (Richmon et al., 2014). The
authors noted that 72 % of hemorrhagic events occurred in patients taking antithrombotic
medications. Hemorrhage occurred within 48 hours after surgery in 63 % of cases, thus likely
reflecting inadequate hemostasis. The hemorrhages were minor and controlled with standard
transoral techniques. The authors found that rapid initiation of oral intake and hospital discharge
was not associated with an increased risk of postoperative complications.
A 2015 study by Durmus, Kucur, Uysal, Dziegielewski and Ozer of five patients who
underwent TORS for hypopharyngeal carcinoma with TORS (n=3) or TORS with CO2 laser
(n=2). The primary outcome was completions of tumor removal of the hypopharynx. The
secondary outcomes were surgical success (not being converted to an open procedure) and
specimen margin status. The findings showed that TORS alone with monopolar cautery
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(standard) caused more thermal damage to the tumor site and surrounding tissues as well. The
authors suggest that TORS with its greater precision and CO2 laser with more precise cutting be
combined when operating in the hypopharynx (Durmus, Kucur, Uysal, Dziegielewski, & Ozer,
2015).
Thirty-four TORS patients were studied related to QOL following TORS using the
UWQOL at 1, 6, 12 and 24 months after TORS (Choby et al., 2015). The findings showed that
the TORS patients continued to experience improvements in QOL both soon after surgery and in
the longer term. The UWQOL scores on all domains ranged from 0-100 where 0 equals no QOL
and 100 equals the highest QOL. At one month chewing was rated at 50 and by 12 months it was
rated at 100. Swallowing was rated at 70 at 1 month and 100 at 6 months and 24 months. Pain
was rated as 38 at 1 month, 88 at 6 months and 100 at 12 months following surgery. Activity was
scored 63 at 1 month following surgery and 100 at 24 months following TORS. All values were
statistically significant at p = .048 or less. Two patients died, one patient from disease and one
from myocardial infarction. Two patients required a temporary PEG tube (Choby et al., 2015).
The findings showed that patients who undergo TORS alone for oropharyngeal SCC continue to
show improvement in multiple domains of QOL. The authors posit that decreases seen in QOL in
other TORS studies were due to the toxic effects of chemotherapy and radiation therapy.
The two-year survival analysis of 50 consecutive TORS patients was studied at a single
European center (Lörincz, Möckelmann, Busch, & Knecht, 2015). Of the 50 patients studied, 18
were stage I/II and 32 were stage III/IV. Twenty-four per cent of the group was HPV positive.
The median time from treatment was 27 months. Lorincz et al (2015) found that 20 patients
could be spared adjuvant therapy based on margin status of the en bloc resection. Five patients
refused adjuvant therapy. Seventeen patients received adjuvant radiation therapy to a total of 60
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Gy. This was deintensified from the normal 70-72 Gy. Eight patients also received chemotherapy
with 60 Gy of radiation therapy concurrently. At the time of the survival analysis 94 % of the
patients were still living, with one unrelated death (myocardial infarction) and two diseasespecific deaths. The two-year disease-free survival and recurrence-free survival were 88 %and
80 % respectively. Ten patients were noted to have recurrent disease with five patients having a
recurrence at the primary site. The remaining five patients with recurrence not located at the
primary site included three patients had solely nodal recurrence and two patients presented with
only metastatic disease. The authors found that TORS enabled 50 % of their patients to avoid the
toxic effects of adding chemotherapy or radiation therapy to the treatment regimen, thereby
sparing them for future use in the event of a recurrence (Lörincz et al., 2015).
In a case study of a 74 year old female with a T1 squamous cell carcinoma of the left
oropharynx, the authors cited the drawbacks of TORS due to lack of haptic feedback and the
rigidity of instruments (Mandapathil et al., 2015). The patient was status post chemoradiation for
a T3N2bM0 cancer of the hypopharynx. The authors were able to successfully remove the
woman’s tumor causing minimal damage to other tissues using a system called the
Medrobotics® Flex® System that addresses the limitations of current robotic technology. The
system was used with monopolar cautery but has a place for a laser attachment. This speaks to
the possibilities hinted at by Durmus et al (2015) for the future of robotic surgery.
In a comparison between TORS and definitive chemoradiotherapy for oropharyngeal
cancer, 31 patients underwent either TORS (n = 15) or resection via CO2 laser (n = 16) (A. M.
Chen, Daly, Luu, Donald, & Farwell, 2015). The median age was 52 years (range 43-70 years) in
the TORS group and 53 in the chemoradiation group. Sixty-five percent of the patients were
HPV positive. Sixteen percent of the study participants were female. These 31 patients were then
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pair-matched to 31 patients who underwent chemoradiation. The UWQOL (Hassan, 1993) was
used to measure domain status. All patients were disease-free at a median follow- up of 20
months (range 10-42 months). The authors found no significant differences in UWQOL scores at
one year except for swallowing which was 91.5 for the surgery and radiation group and 72.1 for
the definitive chemoradiation group (p = .01). In that the remainder of the domain scores were
similar the authors posited that it was possible that the chemoradiation group was over-treated
especially with treatment to bilateral necks with chemotherapy. The authors also note that since
the UWQOL data were collected via self-report it is possible that scores were either exaggerated
or minimized. Lastly, with such a high percentage of HPV positive patients it is notable that
treatment recommendations are changing for this group and remain in a state of flux. Currently
N0 and N1 disease is treated with surgery alone, circumventing the need for chemoradiation and
its toxic effects (Chen et al., 2015).
In a retrospective cross-sectional study of 9,601 patients, 116 of whom underwent TORS,
short term data from the Nationwide Inpatient Sample (an administrative database) showed that
the TORS group had a lower rate of gastrostomy tube placement (0% vs 19 %), tracheostomy
(0% vs 36%), and non-routine discharge (0% vs 44%) (Richmon et al., 2014). After controlling
for all variables, the following factors were found to be independently significant predictors of
postoperative complications: advanced age, advanced comorbidity and extent of surgery. Urgent
or emergent admission, flap reconstruction, Medicaid payer status and comorbidity were
significant predictors of acute medical complications. TORS was not associated with significant
differences in acute postoperative morbidity or mortality (Richmon et al., 2014). After
controlling for all other variables including comorbidities, extent of surgery, and teaching versus
non-teaching hospital status, TORS was associated with a significantly decreased length of
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hospital stay (mean -1.5 days) and cost of hospital care (-$4285). This study again shows the
feasibility and cost-effectiveness of TORS.
Duvvuri et al. (2013) completed a study of 12 patient cases for which the surgical robot
was used for reconstructive purposes. The authors noted no major complications with wound
healing though there were minor areas of wound dehiscence in four patients. Two patients
subsequently underwent revision surgery for closure of a fistula and repair of wound dehiscence
as part of staged procedures for the management of their cancer. One patient had a flap pedicle
that was considered to be somewhat bulky and this was revised at the time of a subsequent
planned procedure. The authors found that the dexterity of the robot surpassed that of the
surgeon and greatly facilitated the reconstruction of oropharyngeal defects (Duvvuri et al., 2013).
The ability of the da Vinci surgical robot (® Intuitive Surgical, Sunnyvale, CA) to enable the
surgeon to create less trauma during tumor removal and to create smooth flap closures addresses
the issues of disfigurement, dysfunction, anxiety and body image. This tool allows the HNCS to
heal more quickly with a reduction in postoperative problems (Duvvuri et al., 2013). The new
minimally invasive surgical procedures have improved patient care in the acute phase.
Weinstein, O’Malley, Cohen, and Quon (2010) noted in a prospective study of 47 patients
with advanced oropharyngeal cancer, the incidence of PEG tube dependence was only 2.4 % in
patients who underwent TORS. The decrease in PEG tube dependence was significant among
this cohort compared with traditional surgery patients. Additionally, noted was the fact that
negative margins for the tumor and a lack of nodal disease allowed 11% of this cohort to avoid
adjuvant therapy postoperatively (Weinstein, O' Malley, et al., 2010). Mitigating the deleterious
effects of the extirpation of HNC can allow a larger number of patients to eat and drink by mouth
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providing maintenance of the musculature involved in communication and physical sustenance
in addition to the pleasure of eating and returning to one’s pre-diagnosis ability to share a meal.
Organ preservation surgery for laryngeal cancer, such as TORS, is fraught with sequellae
such as dysphagia and aspiration (Ferlito et al., 2002). If unresolved, dysphagia and
laryngopharyngeal dysfunction can lead to elective total laryngectomy. In a retrospective study
conducted over a six year time period (Hutcheson et al., 2012), the researchers studied 23
patients who underwent an elective total laryngectomy (TL) for laryngopharyngeal dysfunction.
The patients were all disease free at the time of the TL. In addition to surgical resection using
organ-sparing techniques, 12 of the 23 patients had prior radiotherapy and 11 of 23 had
chemoradiation prior to surgery. Partitioning the airway and the digestive tract prevents
aspiration. Eighty-three per cent of the patients were able to have their feeding tubes removed
and 74 % of the patients were able to maintain their nutrition and hydration needs without enteral
support.
The TORS procedure has demonstrated efficacy and cost savings in the care of HNC.
Research to date has focused principally on the surgical aspects of TORS, such as the ability to
avoid the devastating effects of open surgery while allowing for earlier hospital discharge and
lower cost of care and the opportunity to avoid or de-intensify radiation therapy (Albergotti et
al., 2017; Chen et al., 2015; Chung, Rosenthal, Magnuson, & Carroll, 2015; Ling et al., 2016;
Lörincz et al., 2015; Weinstein, Quon, O' Malley, Kim, & Cohen, 2010).
Postoperative hemorrhage (POH) was addressed in studies finding that comorbidities as
well as the tonsillar site may contribute independently to POH (Zenga et al., 2017) and that
ligation of branches of the external carotid artery may help to decrease the incidence of POH
(Gleysteen et al., 2017). Depressive symptoms and worry about recurrence were studied (Reed et
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al., 2018) finding that depressive symptoms were consistent across the trajectory while worry
about recurrence was highest during active treatment, decreased at one year and lowest at the
five year mark. These findings suggest that there are unmet psychosocial needs that must be
addressed to provide comprehensive care to oncology patients.

2.90 Summary
The experience of undergoing treatment for HNC leaves an indelible impression on
everyone involved- the patient, the family and friends, employers. Each HNCS is unique
however all HNCSs share a common set of devastating treatment-related problems (Al-Mamgani
et al., 2013) such as disfigurement and dysfunction that requires them to learn new ways to cope
(Dropkin, 2001). Pain, nausea, vomiting and weight loss are also expected outcomes of treatment
(Bhatnagar et al., 2010; McLaughlin, 2013; Williams et al., 2010). In reviewing the literature, it
was noted that there is still a great deal of work to be done related to preoperative preparation of
patients to enable them to undergo the journey (Parker et al., 2014). HNCSs are living longer due
to new treatments and methods; therefore, it is incumbent upon nurses to strive to provide a
greater QOL during and for the long road following treatment.
The literature is lacking regarding information related to the TORS experience for HNC.
It is unknown what effect it has on communication, dysfunction, pain or activities of daily living
from the perspective of the TORS patient. Understanding the meaning of the TORS experience
will increase the nursing knowledge base and may further develop aspects of care for HNCS
with regard to pain management, communication, disfigurement and dysfunction, nausea,
vomiting and weight loss, self-care and remaining in the workforce.
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Chapter 3
Methodology

3.1 Introduction
There was a growing need for evidence to support the care that patients require as new
medical technologies are introduced. The lived experience of head and neck cancer survivors
(HNCSs) who have undergone transoral robotic surgery (TORS) was unknown. The research
question was viewed through the lens of phenomenological investigation. This hermeneutic
phenomenological study will discover the meaning of the HNCS’ experiences following TORS
by obtaining rich descriptions from the participants. First, the study will advance knowledge of
the experience for patients while the state of the science is still in its infancy. With the increasing
expansion of surgical robotics, it was important to understand the experience to improve the
health care provided to this population both pre- and postoperatively. Second, nurses will have
information on the lived experience and will be able to identify areas of difficulties for patients
related to the TORS experience. This could lead to further study and implementation of
interventions to assist this patient population through the TORS experience, thus providing a
smoother transition for future patients. The lack of knowledge and literature related to TORS
from a patient point of view provided a gap in the literature that has provided an avenue for
research. As the postoperative recovery of TORS HNCSs has not been explored to date, the first
step was to use a qualitative approach to identify the concepts related to the phenomenon from
the patient’s perspective (Hulley et al., 2007).
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3.2 Design
The Heideggerian hermeneutic phenomenological method was used to gain an
understanding of the meaning of the patients’ experience after undergoing TORS for head and
neck cancer as described by HNCSs. Interpretation of the interview data provided an insider’s
(emic) perspective of this experience. Understanding of TORS recovery has allowed newly
illuminated facets of this experience to be studied to decrease the knowledge deficit regarding
the care of HNCSs.
Phenomenology is considered a philosophy as well as a research method. In its modern
renaissance, Edmund Husserl, a noted philosopher of the 20th century, was credited with its
development (Richards & Morse, 2007). Hermeneutic phenomenology as advanced by Martin
Heidegger and Max van Manen espouses the belief that knowledge comes into being through
language and understanding (Heidegger, 2008; van Manen, 1990). Heidegger’s process is
interpretive and descriptive. Language and understanding were interwoven with the
interpretations derived from the descriptions given by the study participants and were
continuously evolving (Richards & Morse, 2007). In keeping with the philosophy and method of
hermeneutic phenomenology, data were made through language; therefore, this method was
well-suited to the proposed study.
Martin Heidegger was a student of Husserl and eventually went on to develop quite a
different philosophy regarding phenomenology called hermeneutic phenomenology. Heidegger
rejected the notion of bracketing, insisting that our preconceptions and assumptions provide the
fore-structure for analysis (Cohen et al., 2000; McConnell-Henry, Chapman, & Francis, 2009).
He further asserted that, by rejecting bracketing, the researcher becomes part of the analysis and
that interpretive research can never be free from the judgment or influence of the researcher. An
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ontologist, Heidegger sought to gain understanding and meaning through interpretation.
Heidegger departed from the epistemological stance in which being was indefinable, yet
omnipresent, in metaphysics. He advanced that a “fundamental ontology” (Heidegger, 2008 p.
33) was required to examine the nature of existence. Similarly, he rejected the idea of Cartesian
mind-body dualism asserting that they are one unit and one cannot be independent of the other.
Dasein (being-in-the-world), a term coined by Heidegger, is not static, cannot be measured
objectively and understanding is bound by time and context. He coined many original words and
phrases that do not directly translate into German or to another language from German, making
his writings difficult to follow at times (McConnell-Henry, Chapman, & Francis, 2009).
Heidegger believed in the subjectivity of multiple truths in which truth and perception are
intertwined and greatly influenced by one’s disposition at the time the phenomenon occurred
(Heidegger, 2008). No two people will experience a phenomenon in exactly the same way
because of this. In addition, time (temporality), person (corporeality), place (spatiality) and
relation to others (relationality) in the life-world were all noted to be factors that influence one’s
interpretation (van Manen, 1990). Techne (know how) is a term used in qualitative research and
represented a prescribed manner of discovering the essence of an experience. Heidegger
eschewed the idea that one could follow a set of steps to arrive at the essence of an experience
(Smythe, Ironside, Sims, Swenson, & Spence, 2008). Hermeneutic phenomenology, as a
philosophy for conducting research, entails the melding of thinking and being. Heidegger used
the Greek word aletheia for truth that he described as unconcealment. He further conjectured that
the essence of an experience would make itself known when thinking and being united, bringing
forth all the knowledge of the researcher including experiences, memories and all that is known
without knowing (Smythe et al., 2008).
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Debate is ongoing among researchers using a phenomenological method with respect to
bracketing. Husserl insisted that the researcher bracket out all fore-knowledge of the experience
being studied by committing all thoughts, opinions and feelings on the subject in writing in a
journal to be utilized when analysis of the data began. (McConnell-Henry et al., 2009). Husserl, a
transcendental phenomenologist, investigated experiences as they appear to one’s consciousness.
Husserl believed that consciousness was the source of knowledge. In examining phenomena
through immersion in the descriptions of the phenomena Husserl sought to transcend the
limitations of consciousness by discovering the reality underlying the experience (McConnellHenry et al., 2009). Heidegger, an interpretive phenomenologist, believed that one’s being-inthe-world (Dasein) was not adequate for achieving an understanding of the world. Heidegger
posited that one needed to interpret human experience in order to understand it (Polit & Beck,
2012). Heidegger did not believe that bracketing one’s thoughts and feelings was possible.
Phenomenological reduction has also been described as “bracketing” and “epoche” (Dowling &
Cooney, 2012; Gearing, 2004). Epoche represents a specific period in the experience of the
researcher that has continuity, a defined sequence of events and includes the researcher’s
emotional responses. Epoche occurs throughout the research process and is consistent with
Husserl’s bracketing.
In addition to the debate about the use of bracketing there was debate about the proper
terminology for thematic identification. Many researchers refer to this process as the emergence
of a theme, likening this to witnessing a ship emerging from the fog. Heidegger felt that the term
unconcealment was more accurate for the process of recognizing themes throughout the narrative
(Heidegger, 2008). Sein, or being, meant being present in the moment for Heidegger. The
concept of presence in the moment was important to thematic development as being aware of
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one’s consciousness was necessary for apprehending the truth about the phenomena being
studied (Heidegger, 2008). The researcher used thematic identification to describe the process of
assigning themes to the narratives.
Heidegger posited the hermeneutic circle as a process for interpretation. Within the circle
the researcher maintains a reflexive stance, moving back and forth from one interview to another
in no set order and reflecting on their personal experience to understand the essence of an
experience (Heidegger, 2008) while maintaining all thoughts regarding HNC and postoperative
recovery in the field note book. The researcher moves from parts to wholes (Barritt, Beekman,
Bleeker, & Mulderij, 1984) remaining close to the text at all times.
Max van Manen was a student of the Dutch (Utrecht) school and sought to unite
Husserlian and Heideggerian phenomenology to create a method that was both descriptive and
interpretive (Dowling & Cooney, 2012). This was designed to create a phenomenological
approach that was a practical and reflective method.

3.3 Research Setting
The study was conducted at an ear, nose, and throat clinic at a nationally known tertiary
urban academic medical center in the northeastern United States. According to the research
database, the clinic has a diverse patient population residing in nine states: Pennsylvania, New
Jersey, New York, Ohio, West Virginia, Illinois, Maryland, Florida and Colorado (Duvvuri et al.,
2013). The patients range in age from 21 to 111 years of age with the majority of patients in their
50s to 70s. The patient population is predominantly male. Diagnoses include cancer of the
tongue base, tonsil, pharynx, neck and larynx. During the year from May 1st, 2012 to April 30th,
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2013 there were 1,466 clinic visits. The surgeon performs approximately six to ten TORS
procedures each month.

3.4 Study Sample
The sample population was comprised of HNCSs who have undergone TORS surgical
resection using the da Vinci surgical robot (® Sunnyvale, CA) during the prior four to eight
weeks. Purposive sampling was used to recruit participants from the head and neck clinic.
Maximum variation sampling, a method of purposive sampling was used to ensure inclusion of a
diverse sample to determine the meaning of the TORS recovery experience from a point of view
that reflects a wide range of experiences and paradigms (Patten, 2009). The multiplicity of
viewpoints reflects Heidegger’s stance that truth is individual and collective and is constantly
shifting (Dowling & Cooney, 2012). Flyers were also be posted in the CT, RT and cancer
support group meeting areas to increase awareness of the study. The reason for this was to reach
potential participants who may have already had their postoperative visit or may be coming in
soon for a new patient or preoperative visit.
The inclusion criteria were as follows: the study was open to all individuals diagnosed
with any type of head and neck cancer even if undergoing chemotherapy (CT), radiation therapy,
(RT) or chemoradiation (CRT); have undergone surgical resection using a TORS approach in the
previous four to eight weeks; at least 18 years of age; fluent in English; clearly understandable
speech; males and females from any racial, ethnic, or socioeconomic background. Participants
must be able to read comprehend and sign the informed consent form or comprehend the consent
after it is read to them.
The exclusion criteria were comprised of any negative response to any of the above noted
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inclusion criteria. Interviews were conducted until saturation of the data was reached and no new
descriptions were presented (Munhall, 2007). The number of participants needed to reach data
saturation depends upon the subject and participants being interviewed. Cohen (2001) was able
to reach saturation with five participants in a study conducted to elucidate the experiences of
bone marrow recipients. Phenomenological studies tend to recruit 15 +/- 10 participants
depending upon the topic of the interview (Kvale & Brinkmann, 2009). The goal of
phenomenology is to obtain a rich description of the phenomenon and to reveal the essence of
the experience through shared meaning (Barritt et al., 1984; Cohen et al., 2000; Munhall, 2007).
In order to achieve saturation of the data as many as 30 participants will be requested to be
interviewed in the initial IRB documents. Recruitment ceased when saturation was reached. The
predetermination of 30 participants was made to account for attrition, allowing saturation to still
be reached with the pool of participants. The surgeon performs approximately six to ten TORS
procedures each month thus the expected time needed to complete the interviews would be four
to eight weeks. This would account for recruitment of postoperative patients who are
approaching the eight-week cut off that may be invited to participate over the telephone from the
database of TORS patients.

3.5 Recruitment of Participants
Following institutional review board (IRB) approval from Duquesne University and the
clinical research site, a purposive sample of participants was recruited through the use of printed
advertisements posted (Appendix A) in the otolaryngology department and at the head and neck
support group meeting site utilizing staff from these locations as gatekeepers (Polit & Beck,
2012). A letter of permission (Appendix B) was obtained from the surgeon granting permission
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to speak with patients. The researcher’s contact information was clearly marked on the flyer and
tear-off tabs for the convenience of participants who may be interested but do not have time to
write down the contact information or do not have a pen and paper with them. Recruitment
materials and the consent form used the term head and neck cancer patient, as the term “HNCS”
may be an unfamiliar term to the general public.
Participants were recruited with the assistance of the front desk staff who distributed
flyers containing the recruiter’s contact information about the study to the patients. The flyers
were also placed in packets of new patient material that were mailed to new patients. The
researcher was present during clinic hours to discuss the study with potential participants, answer
questions and enroll participants. Flyers were placed in the ENT outpatient clinic area, the area
where the cancer support groups meet, the hematology suite where chemotherapy is administered
and the radiation oncology area. Including the medical oncology and radiation oncology areas
helped to provide participants by word of mouth in the event that someone being treated at the
study institution knows someone who is or will be at the study institution in the near future and
contact information was provided. Additionally, there may be an ethic bias among the results as
the patient population is predominantly Caucasian, however every effort will be made to recruit a
diverse sample.
Participants were given a 20-dollar Visa® gift card for their time spent at the conclusion
of the initial interview. Second interviews may not be necessary from an analysis point of view
but may be needed if the tape is difficult to understand. Should a second interview be necessary
it will be conducted at a subsequent appointment and the participant will be given a ten-dollar
Visa ® gift card to compensate them for their time. A second limited interview may be
conducted for clarification of thematic analysis for member checking (Polit & Beck, 2012). A $5

80

Visa gift card will be given to cover the cost of parking or phone calls to schedule appointments.
Interviewing the participant in person both times maintains the consistence and fidelity of data
collection. The honorarium that the participant received was sufficient to acknowledge the value
of their time while simultaneously helping to remove any sense of power imbalance that the
participant may otherwise feel in the presence of a person of authority (Munhall, 2007).

3.6 Procedure for the Protection of Human Subjects
All participants underwent the informed consent process, signing a consent form
(Appendix C) that was approved by both Duquesne University’s Institutional Review Board
(IRB) and the location where the study will be conducted. The proposed study poses no more
harm than one may experience in everyday life and was therefore eligible for expedited review
by the IRB. Consent may be withdrawn at any time that the participant wishes to withdraw from
the study. The participant may stop the interview at any time. A social worker was available
during the clinic hours to provide counseling to any participant who became upset during or after
the interview (U. Duvvuri, personal communication, September 28, 2013). If the participant
became upset during the interview it was stopped and the participant was offered the opportunity
to speak with the social worker. The participant may also choose to take a break and continue the
interview. The study was conducted with respect for the participants as well as the settings in
which the interviews take place. Interviews took place in a private room in the otolaryngology
department, the support group site, or a private site of the participant’s choosing. De-identifying
the data protected the identities of the participants. Pseudonyms were assigned to each
participant for which a master list was maintained in a locked cabinet by the researcher.
Confidentiality was maintained at all times by keeping the records in a locked cabinet when not
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in use for which only the researcher has the key. The dissertation chair will have access to the
interview transcripts. To prevent misuse, the audiotapes were protected by the researcher by
destroying them following completion of data analysis according to the requirements of the IRB.
Demographic data were reported in the aggregate, thereby concealing the participants’
identities. The results have been presented as de-identified quotes from their interviews.

3.7 Data Collection Instruments
The instrument chosen for this study was the open-ended semi-structured interview
question (Appendix C). This instrument was ideally suited to the study methodology in that it
allowed participants to lead the discussion and provide richer data (Polit & Beck, 2012) and
allowed participants to describe the experience in their own words. This approach also
minimized the personal bias of the researcher. The respondents had the freedom to articulate
their experience as completely as they were able. The use of prompts such as “Can you tell me
more about that?”, “How did that make you feel” and “Please go on” allowed the participant to
delve into their thoughts and feelings regarding the experience (Polit & Beck, 2012). Allowing
the participant to lead the interview enabled the participant to provide rich detail and fully
illuminate the experience from their perspective. Attaining a richly detailed description in each
interview allowed the researcher to gain an understanding of the essence of the experience from
the emic perspective (Munhall, 2007).
Data were collected through the interview process beginning with an open-ended
question: “I would like you tell me what your experience has been like since your surgery? An
open-ended question encouraged the participant to provide detail rather than a simple yes or no
or short answer to the question.
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The use of silence was employed to allow the participant to think while answering a
question. The use of silence as opposed to the researcher offering what she believes to be the
missing words (a priori bias) safeguarded the data collection by waiting for the participant to find
their own words (Munhall, 2007). Extended silences may create awkwardness; therefore, probes
were used to provide the impetus for participants to return to describing their experience. It was
of prime importance to allow the participants to lead the interview and offer their descriptions of
their own experiences. Employing this method ensured that the descriptions are those of the
participants and not of the researcher who may feel compelled to interject her own opinions to
break the silence (Munhall, 2007).
Field notes that are both descriptive and reflective were made by the researcher during
the interviews. The notes were objective observations recording the participant’s body language,
manner of dress and context (Polit & Beck, 2012). The notes were made unobtrusively during
the interview or immediately following the interview. Field notes serve two purposes in that they
are both observational and reflective (Munhall, 2007). Observational notes were recorded with
the date, time and location of the interview with observations recorded as thoroughly as possible.
Reflective notes document the reflective thought process of the researcher as interviews were
conducted and transcripts were read. The field notes were a rich source of information that were
used in analyzing the transcripts to determine final themes.
The Demographic Form (Appendix D) was used to collect participant information
regarding cancer location, race/ethnicity, marital status, insurance type (for socioeconomic
status) and age. The use of demographic information will describe the study population to ensure
that the study data are not biased by excluding certain population groups (Polit & Beck, 2012).
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3.8 Procedure for Data Collection
The interview process was utilized for data collection. In order to avoid physical and
mental exhaustion, the interviews were kept to one and one-half hours or less in length (Weiss,
1994) or as determined by the participant. Participants who enroll in the study were interviewed
at the time of the first postoperative visit or at a visit for the cancer support group or radiation
therapy coinciding with the four to eight-week postoperative time frame. Privacy and
confidentiality (see Appendix E) were maintained to protect the participant’s identity and to
encourage the participant to speak freely (Beck, Keddy, & Cohen, 1994; Cohen, Kahn, &
Steeves, 2000). The notes assisted the researcher in returning to the moment when the interview
was conducted. This time period coincides with the acute recovery period (three months)
identified by Scott and Eisendrath (1986) which was consistent with the time period during
which telephone calls peaked leading to the research question for this study.
A second interview may be conducted should clarification of initial data be required, e.g.
if the interviewer inadvertently cuts off the participant prior to having a chance to fully answer a
question or the recording has technological issues. Should the overall themes and impressions of
the researcher not coincide with what the participant was trying to impart the researcher will
return to the text and field notes to be certain that the meaning was understood as it was intended
(Cohen et al., 2000). A discussion of this finding will be included in the results section. The
decision regarding whether a second interview will be needed will be made following analysis of
the transcript and field notebook. This interview will be conducted face-to-face at a subsequent
appointment. The researcher will initiate all telephone calls to contact the participant to arrange
interview times as part of the cost of conducting the study.
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Interviews were continued until no new descriptions or themes were being offered.
Reaching a point where no new descriptions are being offered is known as reaching saturation.
Saturation was the guiding principle in conducting a qualitative study as this was the means for
determining the sample size (Polit & Beck, 2012). Once this occurred, two additional interviews
were conducted to ensure that this was the point at which the researcher knew that saturation of
the data had been reached (Kvale & Brinkmann, 2009; Munhall, 2007). The number of
participants needed to reach saturation was difficult to predict and varies widely depending on
the nature of the interview subject matter. Information of a sensitive nature may be more difficult
to gather, requiring a larger number of interviews to accumulate enough data to reach saturation
(Polit & Beck, 2012).
Following the interview process, recordings were transcribed verbatim by a professional
transcriptionist and returned to the researcher. The transcriptionist was bound by a
confidentiality agreement signed prior to the first interview (Appendix E). The researcher
reviewed the transcripts with the recordings to ensure that the transcripts were accurate and
verbatim. The transcripts were read and reread throughout the data collection process comparing
transcripts sequentially and out of order to identify similar language or ideas expressed by the
participants (Barritt et al., 1984). These were subsequently reduced to themes by the researcher.
The participants were offered the opportunity to review the analysis of the transcript of their
interview to verify the themes and insights identified, or to provide further clarification for the
researcher. An abstract of the study results will be mailed to the participant upon request. Prior to
commencing with the interview an informed consent form (Appendix F) was signed by each
participant. A letter addressed to potential participants (Appendix G) was included in new patient
packages that were mailed out to new patients to apprise them of the study.
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3.9 Procedure for Data Analysis
In keeping with the hermeneutic phenomenological method data analysis began with the
first interview allowing for concurrent data collection and analysis. The researcher read the
interview transcripts and compared each transcript to the corresponding audiotape for accuracy
of transcription (Cohen et al., 2000). This was especially important in the HNCS population due
to the effects of the tumor and surgery on clarity of speech that may be clear in person but less
intelligible on an audio recording, particularly if there is background noise (Polit & Beck, 2012).
Once the transcript had been verified by the researcher, each transcript was uploaded into the
NVivo10 (QSR International) qualitative software program to maintain the data and organize the
analysis. Each transcript was read completely several times followed by a line-by-line review to
derive themes for the content both line-by-line and as a whole in the process described by Barritt,
Beekman, Bleeker, and Mulderij (1984). This method was consistent with the philosophy of
Heidegger as well as van Manen in comparing parts to the whole (Heidegger, 2008; van Manen
1990). The researcher immersed herself in the data, also known as “dwelling with the data,” (van
Manen, 1990 p. 47) allowing themes to present themselves to her consciousness (Heidegger,
2008). The process was not linear in nature, rather it is circular; going from parts to wholes, back
and forth remaining close to the text at all times provides the basis for the hermeneutic circle
(Cohen et al., 2000). Analyzing the transcripts line-by-line allowed the researcher to determine
what each line was disclosing about the essence of the experience being studied (Barritt et al.,
1984; van Manen, 1990). It was of the utmost importance that the researcher approached each
transcript de novo, allowing the central linguistic elements to be recognized. The process of
reading and rereading transcripts entirely or in portions comparing sections that resonate in a
similar way allowed the researcher to develop themes from what was contained within the text
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and also by what is said “between the lines” (Barritt et al., 1984 p.7).
As new interview transcripts were completed and verified, the researcher began to reread
portions of transcripts that echoed one another and was able to code elements that were
expressed by participants using similar language. Field notes were used to add context to the
written passages such as body language, manner of dress, facial expressions, setting and
reactions and emotions of the researcher. The researcher abstracted common elements, using
variations in the participants’ responses and began to reduce the data to specific themes (Barritt
et al., 1984; Cohen et al., 2000). A list of themes as well as variations on the themes was created
to determine whether the variation served to amplify its variant or whether it was a distinct theme
(Barritt et al., 1984). It was of paramount importance to remain as close to the data as possible,
therefore whenever possible direct quotes of the participants were used to support a theme
(Cohen et al., 2000). Analysis of a series of interviews was completed independently by the
researcher and dissertation committee chair who is experienced in conducting research using the
hermeneutic phenomenological method. This was done after the first interview before
proceeding to the second interview and continued as needed. This served two purposes: 1) to
ensure that the researcher was using proper interview technique- allowing the participant to
speak and not supplying missing words thus leading the direction of the interview; 2) The
dissertation chair may offer additional insights into the coding process for the researcher
(Munhall, 2007). Although the researcher and dissertation chair coded a series of transcripts
independently, the researcher continued to analyze the transcripts alone after approval from the
chair. Allowing challenges to possible themes by discussion and resolution through the
assignment of final themes provided a means for triangulation of the themes, supporting rigor of
the results (Patten, 2009).
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The researcher was familiar with the software from a prior qualitative researcher
practicum. Additionally, the researcher has attended a two-day training seminar with a hands-on
component.

3.10 Establishing Rigor or Trustworthiness
Qualitative data are made through language rather than numbers and as such, rigor will
not be established using mathematical statistics. Rigor was established through documented
trustworthiness of the data through credibility, dependability, confirmability and transferability
as well as with an audit trail (Polit & Beck, 2012). The audit trail was traced from quotes of the
participants throughout the findings. Credibility was supported through the use of confirmability,
demonstrated by reviewing transcript analysis with the dissertation chair. Confirmability was
demonstrated through the objectivity noted when two independent people arrive at consistent
meanings from the texts ensuring that the findings reflect the voice of the participant (Polit &
Beck, 2012). Credibility was also demonstrated by the study design and the written reports of the
interviews. The design must be clear so that the results will be believable to the reader. The
written reports must clearly reflect the voice of the participant so the reader will have no doubts
about the credibility of the findings (Polit & Beck, 2012).
Dependability was made clear through the study design and implementation of the
interviews and coding of the transcripts. Completion of all interviews by the researcher and use
of the same approach to analysis ensured that the findings would be the same if the study was
replicated using similar participants in a similar context (Polit & Beck, 2012). This was
evidenced by the fact that the same researcher conducted all of the interviews in the same
manner using the same interview questions. Follow up questions varied based on the response of
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the participant. The interviews were audiotaped in order to prevent bias on the part of the
researcher. Relying on the transcripts precludes the researcher from introducing her own
language into the descriptions of the participant (Munhall, 2007). Dependability and credibility
establish confidence in the truth of the study findings.
Confirmability was also demonstrated through the use of the hermeneutic circle. The
hermeneutic circle is a process devised by Heidegger as a means of remaining close to the data.
Reading and rereading transcripts in parts or in their entirety allows the unconcealment of themes
to occur (Heidegger, 2008). The purpose of the circle is to read the transcripts and assign themes
following which the identified themes (Munhall, 2007) will be discussed with the dissertation
chair. Discussion of the themes ensued until the point where consensus was achieved by
accepting a theme as it has been stated or modifying the theme. This process also known as peer
debriefing occurred during this process wherein the researcher discussed and defended assigned
themes against challenges made by the experienced nurse researcher (Polit & Beck, 2012). This
process also aided in the development of interpretive skills by the researcher. Confirmability was
evaluated by the use of an audit trail demonstrating how the researcher went from parts to wholes
and how the themes were abstracted from the data demonstrated by quotes from the participant
interviews to support trustworthiness and rigor. Although phenomenological study results are not
generalizable, another researcher should be able to conduct this same study using a similar group
of participants and arrive at similar results by virtue of a similarity of the dynamics of the group
and the manner in which the constraints placed upon them dictate their behavior (Weiss, 1994),
thus achieving transferability. The ability to replicate a study and achieve similar results
demonstrates the trustworthiness, consistency, and confirmability of the data as well as the use of
the hermeneutic circle (Beck et al., 1994; Cohen et al., 2000).
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3.11 Personal Aspects and Credibility of the Researcher
The researcher is an advanced practice nurse with six years of experience working with
the HNC population at a large urban tertiary care facility. In the beginning of her practice,
extensive traditional surgery was the only surgical option for treating oropharyngeal cancer. A
year later, the first study of TORS using human subjects was initiated and the researcher was one
of the earliest clinicians to treat TORS patients. The researcher assisted in collecting study data
and obtaining informed consent for all patients preoperatively. The researcher was also
responsible for postoperative management of TORS patients following hospital discharge.
Curiosity regarding the number and type of postoperative questions directed towards her as
an advanced practice nurse in the surgeon’s office piqued her interest in the TORS experience.
Experiencing this phenomenon from the etic perspective has led the researcher to seek an
understanding of the meaning of the TORS experience from the emic perspective.
Drawing upon the literature surrounding TORS, the researcher has identified a lack of
research in the area of the TORS experience. The proper way to investigate a new phenomenon
in human science is to undertake a qualitative study. In this instance phenomenology was the
best method for understanding a phenomenon and ascertaining a starting point for further
research. This study was a source for development of the researcher’s personal knowledge
regarding the TORS procedure with a view toward addressing unrecognized nursing needs. One
must determine what something is before additional questions can be answered (van Manen,
1990).
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3.12 Summary
The HNC patient population that undergo TORS has not been studied to date regarding
its experiences. New human science experiences require qualitative research initially to
understand the phenomenon and direct further research to enhance the understanding of the
phenomenon (van Manen, 1990; Munhall, 2007). TORS is a relatively recent procedure for the
treatment of HNC. The body of literature surrounding TORS reflects the surgical perspective
with no information regarding the patient perspective. To that end the researcher has proposed
conducting a hermeneutic phenomenological study of the lived experience of HNC patients who
undergo TORS.
The hermeneutic phenomenological method, in keeping with Heideggerian
phenomenology, allowed the researcher to unite thinking and being by viewing the experience
through interpretive language (van Manen, 1990). The study allowed the researcher the
opportunity to experience TORS from the emic perspective. Further research into this
phenomenon may be guided by the results of this study (Munhall, 2007).
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Chapters 4 & 5 Results Manuscript

The Lived Experience of Head and Neck Cancer Survivors
Following Transoral Robotic Surgery (TORS)

Katharine Sophia Mahalik
Duquesne University

Background of the Problem and Significance
According to the American Cancer Society (ACS), an estimated 51,540 men and women
will be diagnosed with oral and oropharyngeal cancer in the United States (US) in 2018 (Siegel,
Miller, & Jemal, 2018). The ACS projects that 10,030 people will die from the disease in 2018,
an increase of nearly 16 percent (8,650) from 2014 figures. These projections of incidence and
mortality are based on current models relying upon improved detection methods and treatments.
The incidence of oropharyngeal (OPC) cancer is also increasing quickly in the US mainly due to
the emergence of human papilloma virus (HPV) (Duvvuri & Myers, 2009; Gleysteen, Troob,
Light, Brickman, Clayburgh, Andersen & Gross, 2017). Head and neck cancer survivors
(HNCSs) with HPV tend to be younger non-smokers with low alcohol consumption (Duvvuri &
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Myers, 2009). The Surveillance, Epidemiology, and End-Results database (SEER) noted an
increase in HPV positive HNCs of 225% between 1998 and 2004 with a decrease in HPV
negative HNCs of 50% during the same time period (de Almeida, et al., 2015).
Historically, the literature describes head and neck cancer as a devastating diagnosis
resulting in disfigurement and dysfunction (Dropkin, 1997; Konradsen, Kirkevold, McCallin,
Cayé-Thomasen, & Zoffmann, 2012). The traditional mandibulotomy approach for excising
tumors of the oropharynx exacts a heavy toll on the individual, family and society, often
resulting in anxiety, depression, decreased quality of life (QOL), inability to attain body image
reintegration, communication difficulties as well as early retirement (Callahan, 2004; Hagedoorn
& Molleman, 2006; Rodriguez & Rowe, 2010).
Each head and neck cancer survivor is unique. However, all HNCSs share a common set
of devastating treatment-related problems (Al-Mamgani et al., 2013; Albergotti et al., 2017;
Balfe et al., 2017; Ling, et al., 2016) such as disfigurement and dysfunction that requires them to
learn new ways to cope (Dropkin, 2001). Pain, nausea, vomiting and weight loss are also
expected outcomes of treatment (Bhatnagar, Upadhyay, & Mishra, 2010; McLaughlin, 2013;
Williams, Yen, Parker, Chapman, Kandikatti & Barbachano, 2010). The main functional priority
for OPC survivors is swallowing followed by dysphagia (Hutcheson, Holsinger, Kupferman &
Lewin, 2015).
Technological advances in surgery over the past decade have resulted in transoral robotic
surgical (TORS) techniques used to treat patients with OPC. In fact, TORS has become an
important minimally invasive method for treating OPC with a view toward organ and functional
preservation without relying upon chemotherapy (CT) or radiation therapy (RT). Although
TORS may not eliminate the need for CT or RT completely, it can reduce the total dose of CT or
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RT needed which is of significant benefit to the patient (Weinstein, Quon, O' Malley, Kim, &
Cohen, 2010). The reduction in CT, RT and decrease in the surgical defect all help to preserve
function while preserving disease survival and decreasing the need for a percutaneous
gastrostomy (PEG) tube (Hutcheson, Holsinger, Kupferman, & Lewin, 2015; Weinstein,
O’Malley, Jr, Cohen, & Quon, 2010). Unfortunately, standardized nursing treatment plans for
caring for this patient population may be lacking, as TORS care is disseminated from institution
to institution and region to region. With the incidence of OPC on the rise in younger patients and
the use of TORS increasing, nurses must be prepared to care for this patient population. Nursing
research about TORS as both a procedure and an experience may promote dialogue among
nurses, patients, the nurse-patient dyad and the patient-family society, underscoring the ontology
of personhood (Roy & Jones, 2002; Werner, 2012). Engaging in self-reflection and dialogue with
others develops one’s knowledge. Gaining an understanding of the meaning of the TORS
recovery experience may enable nurses to manage the patients’ needs and perhaps enable
patients to have a smoother path toward recovery after cancer surgery. This new understanding
will further the state of the science and may also enable nurses to develop TORS-specific nursing
interventions for potential needs that have yet to be explicated, promoting safe and high-quality
patient care.

Review of the Literature
In 2005, TORS was developed using the da Vinci surgical robot for HNCS for the first
time (Hockstein, Nolan, O' Malley, & Woo, 2005). The TORS procedure has demonstrated
efficacy and cost savings in the care of HNC. Research to date has focused principally on the
surgical aspects of TORS, such as the ability to avoid the devastating effects of open surgery
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while allowing for earlier hospital discharge, lower costs of care, and the opportunity to avoid or
de-intensify radiation therapy (Albergotti et al., 2017; A. M. Chen, Daly, Luu, Donald, &
Farwell, 2015; Chung, Rosenthal, Magnuson, & Carroll, 2015; Ling et al., 2016; Lörincz,
Möckelmann, Busch, & Knecht, 2015; Weinstein, Quon, et al., 2010). Postoperative hemorrhage
(POH) was addressed in TORS studies finding that comorbidities as well as the tonsillar site may
contribute independently to POH (Zenga, Suko, Kallogjeri, Pipkorn, Nussenbaum & Jackson,
2017) and that ligation of branches of the external carotid artery may help to decrease the
incidence of POH (Gleysteen et al., 2017). Depressive symptoms and worry about recurrence
were studied by Reed and colleagues (2018) who reported that depressive symptoms were
consistent across the trajectory, while worry about recurrence was highest during active
treatment, decreased at one year and lowest at the five-year mark.
TORS was studied in a cohort of 81 HNCS (n = 16 females; n = 65 males; mean age at
TORS 58.3 years, range 39.0 to 80.6 years) to determine health related QoL (HRQOL), finding
that HRQOL was lowest at three months post-TORS likely coinciding with initiation of adjuvant
treatment (Dziegielewski, et al., 2013). The study further found that age over 55 years increased
the likelihood of requiring a PEG tube at some point by 500% and that excision of tumor at > 1
oropharyngeal site increased the likelihood of needing a PEG tube 5.6 times with T3 and T4
tumors resulting in the likelihood that the PEG tube would be permanent. Seventeen HNCSs
required the placement of a PEG tube at some point during adjuvant treatment. The PEG tube
was removed in 8 HNCSs before one-year post-TORS; four HNCSs had PEG tube placement at
one year following TORS or later for palliative reasons; 5 HNCSs had PEG tube placement
during radiation or chemotherapy but were unable to regain swallowing function. Speech
function, eating attitude and eating function showed the greatest drop in score with minimal
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recovery by 12 months post-TORS thus showing a significant negative impact of adjuvant
treatment on HRQOL.
As there have been no studies describing the TORS experience from the head and neck
oncology patient’s perspective, this study was undertaken to address this gap in the literature. A
hermeneutic phenomenological approach was used to gain the patient’s understanding of the
TORS postoperative experience to illuminate any needs that have been heretofore obscured by a
lack of understanding of this experience. As this method is descriptive as well as interpretive, it
will provide an understanding of TORS recovery from the emic perspective (Cohen, Kahn, &
Steeves, 2000; van Manen, 1990). Findings have the potential to contribute to the development
of a comprehensive nursing plan of care and identify areas for further research aimed at
standardizing the care and implementation of TORS based on a patient-centered perspective.

Methods
Design, Participants and Setting
Hermeneutic phenomenological methodology was used to conduct this study because it
allows a deeper understanding of the meaning of one’s experiences as well as investigation into
the meaning one attributes to an experience (Simeone, Savini, Cohen, Alvaro, & Vellone, 2015).
Heideggerian hermeneutic phenomenology is interpretive and descriptive. New human science
experiences require qualitative research initially to understand the phenomenon and direct further
research to enhance the understanding of the phenomenon (Munhall, 2007; van Manen, 1990).
Approval was obtained from the University of Pittsburgh and Duquesne University
Institutional Review Boards (IRBs). Participants were purposively sought from a key HNC clinic
population within a major urban health care system in northeastern US. HNCSs were eligible if
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they were older than 18 years of age; able to read, write and understand English; give informed
consent; and were between four to eight weeks postoperative after undergoing TORS surgery for
head and neck cancer. Potential participants were first identified by the HNC clinic staff based
on inclusion criteria who provided them with introductory study information. If patients
continued to be interested, they were given the principle investigator’s (PI’s) contact information
who explained the study in detail over the telephone, obtained informed consent, and negotiated
arrangements for a private recorded telephone interview.
Data Collection and Analysis
Before data collection commenced, the PI performed bracketing in which she noted her
preunderstandings, prejudices and assumptions regarding the phenomenon of study and to set
aside her experiences as a nurse practitioner with this patient population. This process helps
researchers become more aware of subtle prejudices during data analysis (Simeone et al., 2015).
Data were collected through the interview process that began with an open-ended question: “I
would like you tell me what your experience has been like since your TORS surgery?” All
interviews were conducted by the PI (KSM) via telephone at a time suitable for each participant.
After recordings were transcribed verbatim by an experienced transcriptionist, the PI reviewed
the transcripts with the audio recordings to ensure that the transcripts were accurate and recorded
verbatim (Cohen et al., 2000). The PI read and reread the transcripts throughout the data
collection process, comparing them both sequentially and out of order to identify similar
language or ideas expressed by participants (Barritt, Beekman, Bleeker, & Mulderij, 1984). Each
transcript was read completely several times followed by a line-by-line review to derive themes
for the content both line-by-line and as a whole according to the process described by Barritt and
colleagues (1984). The researcher immersed herself in the data, also known as “dwelling with the
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data” (van Manen, 1990 p. 47), allowing themes to present themselves to her consciousness
(Heidegger & Krell, 2008). The process of reading and rereading transcripts entirely or in
portions and comparing sections that resonated in a similar way allowed the PI to develop
themes from what was contained within the text and by what was said “between the lines”
(Barritt et al., 1984 p.7), a process known as the hermeneutic circle (Cohen et al., 2000). The
meaning of the experience of the HNCS was revealed using this process.
The PI and a doctoral-prepared nurse researcher with experience in qualitative methods
(JSL) independently conducted line-by-line coding and identified initial theme labels. Codes and
themes were compared across all interviews (Cohen et al., 2000). Scientific rigor was ensured by
discussion and validation of the codes and themes by the PI and the researcher until 100 per cent
consensus was reached. Second interviews were completed with several of the participants to
confirm the interpretation of the interview in a process known as member checking. Member
checking with participants and peer debriefing between the researchers helped to ensure
credibility (Lincoln & Guba, 1985). Dependability was ensured by triangulation through field
notes and the recorded interviews and transcripts, checking for changes in tone of voice, speech
patterns or pauses. Themes were validated by independent analysis of the transcripts by two
researchers. An audit trail was used to assure confirmability (Lincoln & Guba, 1985).

Findings
Description of Participants
Seventeen (n=17) participants who met the criteria for this study agreed to be
interviewed for the study. Interviews were conducted until saturation was reached and no new
themes emerged from the data (Cohen et al., 2000). Saturation was reached at the 15th interview
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but two more interviews were completed to ensure that no new information was unveiled.
Participants were comprised of 12 men and 5 women, all Caucasian, ranging in age from 43 to
78 years (Mean age 61.58 years). Most participants (n=15; 88.2%) had been diagnosed with
oropharyngeal cancer while two participants had laryngeal cancer. All the participants underwent
TORS and 13 participants additionally underwent a neck dissection. Nine participants received
chemotherapy or radiation therapy prior to or following surgery. Many of the participants lived
in rural or semi-rural areas and had to travel at least an hour or more to the head and neck (HN)
clinic for treatment and follow-up.
Table 1 illustrates the six themes with multiple subthemes that emerged from the analysis
of data: 1) Something is Not Right; 2) The Importance of Trust/Faith in the Doctor and System;
3) Reflections on the TORS Experience and Recovery; 4) How Will I Get Through This?; 5)
Concerns about Chemotherapy and Radiation; and 6) Returning to (The New) Normal – Markers
of Success. Each of these themes and subthemes will be discussed in detail.
Theme One: Something is Not Right
Theme one described the beginning of the participants’ journey when they first
discovered a symptom, received a diagnosis, and reacted to the diagnosis. This theme consisted
of five subthemes: presenting symptoms; waiting for results; reacting to the cancer diagnosis;
attributing a cause; and being resilent/hardy in the face of a cancer diagnosis.
Presenting symptoms. All of the 17 participants candidly shared their stories regarding
their presenting symptom(s) that eventually led them to undergo treatment. None of them
suspected cancer at the time that he/she first discovered the symptom. They thought “it was
nothing” and ignored the problem as they continued with their busy lives. It was only after some
time that the idea that something might be wrong occurred to them and they sought help.
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Most participants (n=11) described their presenting symptoms as a sore throat, tongue
ulcer, or swollen lymph node lasting from a few weeks to eight months to almost a year.
Participant 2, a 58 year old man who received chemotherapy preoperatively and radiation
therapy postoperatively stated, “It’s been about a year between when I knew I had something
going on in there and when I was diagnosed.” Participant 4, a 44 year old woman, was able to
avoid radiation therapy by having an additional surgery. She stated, “I had a swollen lymph node
on my right side … about a year ago I noticed it. I had a little bit of a sore throat at the time so I
poo-pooed it.” She eventually went to her doctor but thought it was an over-reactive lymph node
from Lyme disease that she had in the fall season. After trying several three week courses of
different antibiotics without improvement, she was eventually referred to a local ear, nose and
throat (ENT) doctor; an excisional biopsy was performed with a diagnosis of squamous cell
carcinoma (SCCA), thus her delay in seeking treatment was prolonged. She stated:
“Then the ball really started rolling… I kind of roll with it. There was nothing
I could do to change it, so I wasn’t going to get all bent out of shape about it.
It is what it was and I just needed to do what I needed to do”.
Participant 8, a 43 year old man with SCCA of the left tongue, noticed an ulcer on his
tongue for eight months before seeking medical attention. He stated:
I had, I thought it was, an ulcer on my tongue. And I had it for eight months.
And when I found out what it was, end up having surgery. Before surgery
they did a CT scan, and they said they recommend you getting the lymph nodes
taken out no matter what, because it’s a 30 % greater chance that it won’t reoccur.”
He further shared how he felt when hearing his cancer diagnosis as being “…scared, lifechanging…”. The time spent in seeking treatment for their presenting symptoms was prolonged
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for all participants as they sought help from their PCPs and were referred to the ENT specialists.
Their diagnosis came as an unpleasant surprise to most of them.
Waiting for results. Waiting for biopsy or imaging results proved to be an anxietyprovoking experience. Eight participants (1,4,5,8,11,12,15,16) described a sense that “In my
mind it [cancer] had spread all over” during the wait (five days to one month) for biopsy or
imaging results or to go to the operating room (OR) for excision. One participant (number 5),
whose surgery was scheduled for a month after receiving the positive biopsy results (SCCA)
stated, “He [the ENT surgeon] wasn’t able to do the surgery for a whole month so I was
concerned about that but he reassured me that my PET scan did not show any further cancer”.
Reacting to the cancer diagnosis. Participants’ reactions to their cancer diagnosis came
as an unpleasant surprise to all of the them as they used various words to describe their reactions
such as: “..an emotional process’ (participant 2), “shocking” (6,16), “major” (10), and
“scary/frightening and life-changing” (8,11, 13, 16, 17). Looking ahead, some participants
(5,8,11,12) spoke of their “fear of spread or recurrence” and others (3,5,10) felt their cancer
diagnosis posed “uncertainty about the future.” One woman (4) took the diagnosis in stride
stating that she “…just rolled with it.” Only one participant (7) assumed a very pessimistic view
by firmly stating, “Cancer has the last word, NOT the doctor.”
Some participants assumed a different perspective to their diagnosis by looking more
positively to the posssible effect of their treatment. For example, one man (14) felt that his
“…chances of survival were improved with TORS.” Participant 16, a 69 year old man with
SCCA, spoke of his reaction to the cancer diagnosis and his decision to deal with it:
“Once that [excisional biopsy at a local hospital that took six hours] was done, they sent
it out and it came back and I got the diagnosis. We decided that we weren’t going to take
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any more risks. We were going to the best place available and we went down to the
Cancer Center”.
Attributing a cause. Nine participants (3,6,8,9,11,12,13,16, 17) attributed a cause for
their cancer, while one (16) identified no causes. Two male participants (6,9) spoke of their selfreported HPV diagnosis and were unaware of its association with their cancers. Six of the nine
participants (8,9,11,12,13,17) credited their cancer to their smoking/chewing tobacco and/or
drinking alcohol. Four participants (8,11,12,17) felt responsibile for contributing to their cancer
diagnosis and two (11,17) expressed regrets. Participant 11, a 68 year old woman who had quit
smoking for eight years when she was caring for her young children at home, resumed smoking
upon returning to work. She stated, “That’s when it happened. I regret that forever…I was fine
without smoking for eight years then I started again and now it took something that drastic for
me to get off them so thank God”. Similarly, participant 17, a 78 year old man, stated, “I’m an
ex-smoker, yes. Unfortunately too late now.” Conversely, one participant (3) suspected that
chemicals in her drinking water may have led to her cancer diagnosis. She spoke of a notice she
received on her door from the water department about high levels of a chemical in the water that
could cause cancer. She is now using bottled water and attributed her cancer to the water and
calls the fact that her son noticed the smell of her water, “…a blessing in disguise.”
Being resilient/hardy in the face of a cancer diagnosis. Resilience and hardiness in the
face of a cancer diagnosis were demonstrated by most participants (n=12). Comments such as
“It’s part of a process,” (2) “Suck it up and go through it,” (2,4,15) and “Just did what I needed
to do” (4,5,10,16,17) were common. One participant (7) felt that his spirituality helped him deal
with his diagnosis and stated, “He [God] pulled me through this”. Another participant (11) took a
more practical view stating, “It [cancer diagnosis] gives a chance to get affairs in order”.
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Participant 14 took a positive stance from the beginning stating, “I never thought about not
making it”. Despite facing a cancer diagnosis, participant 3 thought of others by baking
Christmas cookies and making candy for her neighbors as a gesture of thanks for their support.
Theme Two: The Importance of Trust/Faith in the Doctor and System
Theme two included descriptions of the doctor-patient relationship such as
communication with the doctor. This theme consisted of three subthemes: trust and faith in the
doctor; the attributes of trust; and mistrust/dissatisfaction with the local physician and hospital.
Trust and faith in the doctor. Ten participants (2,3,5,8,10,12,13,14, 15, 16) expressed
having strong feelings of trust and faith in their ENT surgeon who performed their TORS
surgery. This trust and faith referred to not only the surgeon’s technological expertise in
performing the TORS surgery, but also his interpersonal communication skills with the
participants preoperatively in the ENT clinic and postoperatively. Participant 2, who was still
dealing with post-radiation symptoms, stated, “I trust him [the surgeon]. I trust the procedure
[TORS]… it’s tough sometimes because you want it to be over as quick as possible”. Participant
5 similarly commented, “I had all my faith in doctor X [the surgeon]... his attitude… he just
made me feel like it’s no big thing. We can take care of it. I just had faith that … and trusted him
completely.” She further stated that, “[The surgeon] gained my trust very quickly” and
participant 10 echoed that impression and remarked, “He [the surgeon] never lied to me or
misled me”.
Five participants (5,13,14,15,16) described the importance of trust and communication
with the doctor. Participant 13 stated, “The more you know and the more open and honest they
[doctors] are with you, the more comfortable you become and more easily you can take the next
step because you know what’s coming”. Participant 3 voiced the importance of “moral support
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from friends, family and doctors” describing how important that is when not feeling well. She
explained how she has always tried to help others if she could and how “…it has come back to
me a hundredfold”.
Attributes of trust. Specific attributes of “trust in the doctor” were futher illustrated by
five participants (5,10,12,13,16). Listening, not rushing and being truthful were deemed to be
extremely important. Participant 5 stated, “At the first consultation he [the surgeon] was very,
very positive. He listened. He didn’t rush me”. This was echoed by two other participants
(10,13). Three participants (12,13,16) gave the opinion that, “Everything he tells me is accurate.
He never lied”. These attributes enabled the participants to embark on their cancer journey with
confidence.
Mistrust/dissatisfaction with the local doctor and/or system. The third category,
mistrust/dissatisfaction in their local referring physician and/or health care setting, was expressed
by four participants (5,10,13,16). As perviously noted, trust was represented by not only
technical skill and knowledge but interpersonal communication – both were equally important.
Two of the four participants (5,13) described how the local doctor that they intially saw rushed
them and didn’t listen to them and how this negative experience led them to not trust those
doctors. Two additional participants (10,16) stated, “Blunders made elsewhere sent me back
home to [this health care system]”. They further stated that they “…weren’t going to take any
more risks”. Participant 16 left the care of his original doctor after his half-hour excisional
biopsy extended to six hours and required the help of an additional surgeon.
Theme Three: Reflections on the TORS Experience and Recovery
Theme three encompassed the bulk of the interviews with the participants, as this was the
primary focus of the study that began with participants undergoing TORS sugery and dealing
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with the recovery process that continued at home. This theme was comprised of seven
subthemes: about TORS; managing planned/unexpected treatment effects/symptoms (pain,
speech, eating, depression and anxiety, and unexpected physical/visual limitations); dealing with
complications; dealing with comorbidities; following postoperative instructions with trial and
error; reflecting on their cancer diagnosis at home; and perspectives on head and neck support.
About TORS. Twleve of the 17 participants (3,4,5,7,8,9,10,11,12,14,15, 16) remarked
about the length of their hospital stays that ranged anywhere from two to seven days; three
partipants experienced changes in their treatment plans during their hospitalizaton (4,5,6). When
asked about their experience with TORS surgery that occurred four to eight weeks prior to their
interviews, just over half of all study participants (1,2,3,4,6,8,10,12,14) shared positive
reflections about having undergone TORS surgery for their cancer as well as about the TORS
technology itself. According to Participant 2, “Surgery went the way I expected. Everything was
pretty much the way it was … told to me”. Two participants (6, 10) felt that they, “…took a
chance on surgery” and had “...no regrets” (6). Participant 4, who underwent a third surgery for
a close margin in lieu of radiation therapy, stated:
“Robotic surgery, to be able to pinpoint the way it does and… gives me the opportunity
to avoid radiation, knowing the effects - the long-term, permanent effects that happen
with that - is awesome. Totally worth any… short-term discomfort for the long-term
benefit. Totally worth it”.
Conversely, four participants (6,9,11,16) had negative views of TORS with two of them
(9,17) also expressing negative hospital experiences. For instance, Participant 9 remarked,
“Surgery was worse than expected. It’s just a bad… it’s a tough surgery. It’s a really painful
surgery and you better be mentally prepared for it, which I was not. You need a lot of support
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around you”. Participant 17, feeling dissatisfied with his hospital stay, stated, “It could have
been better. Let’s put it that way. The hospital staff did their job. I don’t recall anything above
and beyond or super-duper”. He also expressed dissatisfaction with his physician saying, “A
surgeon should show a lot of interest in his patient” and stating he held this view because he was
seen on rounds only by the residents and not his attending surgeon. Both participants (9, 17)
came into the hospital with existing health issues. Participant 9 shared that he had chronic pain
from a motor vehicle accident several years earlier. He became addicted to pain meds and was
placed on Suboxone; he claimed that he was not advised to hold this medication before surgery.
He described his hospital experience as “pure misery” due to his pain.
However, the hospital experience was described in a more positive light by the majority
(n=8) of participants (4,8,10,12,13,14,15,16) who felt they were treated well in the hospital.
They extended their appreciation for and satisfaction with the nursing care they received by
referring to the nurses as being “phenomenal” (4,10), “unbelieveable,” (8,10,12), “very
knowledgable” (8,10,12,13,15,15,16), and “…[they] made sure we knew what we were doing
when we left” (12). In particular, Participant 4 stated, “Nursing was huge” in regards to being
encouraged by the nurses to take pain medication that she (the patient) was being resistent
towards. One paricipant (7) also extended his respect for the speech therapist who helped in his
recovery. Despite sharing positive accounts regarding their hospital stays, two participants
(10,12) remarked that they were “…going home where it’s safe.” These two participants were
initially from the greater Pittsburgh area but had since relocated. As such they were familiar with
the reputation of the hospital.
Managing treatment effects/symptoms. During their recovery following TORS
surgery, all participants shared that they spent a good portion of their postoperative period
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learning how to manage treatment effects/symptoms such as pain, changes in their functional
changes (swallowing, chewing, taste), physical/visual neck/shoulder isssues, and emotional
issues such as depression. They shared their daily challenges in managing these symptoms that
began in the hospital and continued longer term at home. Some participants referred to this
journey during their recovery with their goal of getting back to “normal.”
Pain. Over half (n=9) of the participants (3,4,5,6,9, 11,12,14,15) talked about surgical
site pain being a major issue for them in the hospital after their surgery, continued at home
(3,4,5,6,11,14,15), and worsened during the second week after surgery. Two participants (9,12)
reported that they experienced ineffective pain management while in the hospital as they feared
becoming addicted to pain meds at home. Only one participant (1) reported having no pain in the
hospital or at home stating, “I never did have any pain. I ate a hot dog two days later.” Three
participants (1,5,11) reported discomfort from swelling at the surgical site that occurred when
they returned home.
Challenges with speech. Speech was a concerning issue for some participants
(2,7,8,9,13) whose TORS surgery affected their tongues/oral structures. Fearing the loss of their
ability to speak or to be understood on the telephone was a major concern with implications
regarding their employment and/or return to work. One participant (13) stated that,
preoperatively, she “feared the loss of the ability to speak” due to cancer of the epiglottis. Two
participants (2,9) reported that “…phlegm build-up when speaking” posed a problem for them
after they returned home. Three participants (7, 8, 11) experienced specific changes in
articulating words upon returning home. For example, partcipant 7 had to “…practice saying my
Ss,” while participant 11 practiced “…ch and th sounds” on the advice of her daughter.
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Challenges with eating (swallowing, taste, chewing). Fifteen of 17 participants (88.2%;
2-7, 9-17) articulated varying degrees of difficulty with their functional changes- swallowing
and/or chewing of food that often “...became worse during the first week at home” and was
slowly resolving at the time of the study interviews. Five participants (3,4,5,7,17) strongly
remarked that the nasogastric (NG) tube and/or the percutaneous endoscopic gastrostomy (PEG)
tube were “...the worst thing I ever went through”. One participant (3) refused to have an NG or
PEG tube inserted preoperatively, but had it inserted later after discharge from the hospital due to
the need for it. Two participants (6, 14) took a different perspective to having the feeding tube
inserted, stating that they “...didn’t mind. It was (or will be) necessary”. Four participants
(4,6,8,15) described being frustrtaed with the functional changes related to surgery and their
adjuvant treatment such as having thick saliva and pain that made their swallowing difficult.
Taste changes experienced at home were an important issue mentioned by four participants
(2,6,8,15); however, some of these taste changes were related to their receiving adjuvant
treatment (chemotherapy and radiation) in addition to TORS surgery. Taste changes made these
participants depressed about the “new” taste of their favorite foods and made them not look
forward to mealtime. Participant number two stated “I have no appetite. I just do Boost or Ensure
to get my calories”.
Depression and anxiety. Four participants (2,3,5,7) talked candidly about their
emotional changes in the form of depression and/or anxiety. These emotions occurred in the
hospital for some of them, but often occurred at home later in the recovery process. Participant 2
explained his isolation of depression stating:
“You’re taken out of what you consider your normal routines… You start to feel isolated.
Even though there’s a lot of people around you, supporting you. It’s pretty daunting as far
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as thinking you’re gonna… someday be able to maintain your life the way you did
before”.
He further stated that he “…cried more than he did when he was a kid”. Participant 3 described
receiving a depression pill from her family doctor and stated it was a “lift up”.
Participant 5 developed shortness of breath at home, calling a neighbor to take her to the
emergency room. After evaluation, she was discharged with a diagnosis of panic attack and
given a short-term prescription for lorazepam to relieve her anxiety.
Physical/visual limitations. Eleven participants (1,2,4,6,7,8,11,12,14,15,17) underwent a
neck dssection in addition to TORS as part of their surgical treatment for their cancer. Three of
these participants (4, 6, 15) felt that they experienced unexpected physical and visual limitations
that they were not told about before the surgery. One participant (8) stated that the limitations
were “worse than expected”. This meant that they felt that they were unprepared in that they did
not do enough research or ask enough questions preoperatively. Participant four stated that she
was going to tell the doctor about her experience so he “could give others a head’s up about how
limited the usage of your arm will be”. All participants were following their treatment plan,
stating, “I just did what I was told”. Participant 8 grew a beard postoperatively to disguise the
thinness of his operative side as compared to the nonoperative side of his neck as well as to hide
his surgical scar.
Dealing with complications. Ten participants talked about complications they
encountered while in the hospital including postoperative shock (4), bleeding (8, 16),
combativeness (8) and swelling that necessitated a tracheostomy (11). Other more minor
complications occurred such as urinary tract infection (3) and uncontrolled pain. Fifteen
participants had complications that occurred after they returned home including: bleeding (8, 16
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again), dehydration (4, 10), fistula formation (11) and atrial fibrillation (15). Those who
expereinced bleeding and atrial fibrillation sought urgent assistance at emergency rooms. In
particular, participant 15 also had a history of aortic stenosis preoperatively and remarked about
the onslaught of issues he encountered sharing, “It’s my first trouble I had my whole life, and it
all came on at once”. Participants 7 and 17 developed pneumonia after returning home.
Participant 17 was a 78 year old gentleman with SCCA of the supraglottis. He was anticipating
swallowing rehabilitation when he developed pneumonia. He remarked “…not a regular
pneumonia. I mean I’m fighting it for five weeks by now. Things are going wrong for me, I tell
you (laughs). …People who examined me and tested me they said it can easily another month or
two until it’s done.” Some participants who encountered complications faced them in stride and
returned to their physically demanding jobs, like participant 15, a 66 year old gentleman who had
a business installing roofing and siding. Two weeks following his TORS surgery with a radical
neck dissection he spent 20-30 hours a week installing soffits and fascia just “…to keep busy and
get out of the house”. Participant 7 described the difficulty he experienced with learning how to
swallow again following surgery thusly, “It’s an affliction. I know I will learn to swallow
everything and I’ll be okay.” Participant 9 similarly commented, “Chewing… and swallowing
are a real chore”.
A knowledge deficit with a desire for more in-depth preoperative teaching was expressed
by five participants (4, 6, 9, 15, 17). Participant 4 recalled her preoperative visit regarding a lack
of information about her postoperative shoulder function. She stated, “I don’t know if it was ever
discussed, to be honest with you (laughs)… ‘cause it was… even surprising to me how limited
my shoulder was, and that’s what I do for a living.” Participant 17 stated the he “would have
liked to talk to somebody who did it [the surgery], rather than in a roundabout way”. He further
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stated, “nobody told me… whether swallowing is something that I might never, ever be able to
do in my life, or because there may be physical restrictions, that parts that we need for
swallowing are not there anymore”.
Dealing with comorbidities. Dealing with comorbidities was part of the recovery
process for 14 participants. Three participants (1, 3, 5) were undergoing treatment for lung
cancer. Participant 3, a 76 year old woman, stated that her throat cancer and lung cancer were
two different types of cancer and she was taking Opdivo® for the lung cancer. She remarked that
her doctor told her that the pain in her back could be from her lung and that she had another PET
scan pending in January “…to see basically if it’s helping they’ll keep it up; if not- is the cancer
still growing? If it’s not doing any good I don’t know what they’ll do. Probably just let it go, you
know?” When asked how she felt about this she stated “I have faith that what’s meant to be will
be in life. You know, none of us get(s) out of here alive (laughs).” Similarly, participant 12 had
several comorbidities including severe liver disease that made him “not healthy enough” for
chemotherapy and radiation”, thus altering his treatment plan. Others were affected by sleep
apnea (9), chronic pain (3, 10) and HNC recurrences (7, 13, 14). Participant 9 had been using his
CPAP machine for his sleep apnea prior to surgery but was disrupted during recovery. He spoke
about how difficult it was for him to sleep in the hospital and looked forward to getting home to
sleep and recover. He also spoke of difficulty swallowing pain medication due to it getting
“stuck” in his phlegm. He was placed on a morphine drip the following day and his pain was
relieved. He suffered a back injury due to a motor vehicle accident years earlier. He became
addicted to pain medication and was subsequently placed on Suboxone® to deal with the
withdrawal symptoms. The naloxone portion of Suboxone® blocks the effects of the opioid.
Because he did not stop this medication prior to surgery, managing his pain became an issue. He
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began watching the clock and shared: “…you watch the clock and every hour that rolls by feels
like ten, so it was just a long four days until I finally told them ‘I don’t care. I’m going home’”.
Participant 5 had a history of polio with swallowing sequella. She has been using the “effortful
swallow” technique since her recovery from polio. She returned to practicing the “effortful
swallow” when she returned home. She shared: “I knew there would be some problem” and “I’m
gonna do it. It will take a while but I’m gonna do it”.
Participant 5 also shared her experience of suffering a panic attack due to swelling of her
throat upon her return home. She felt that her breathing became “tense” and felt anxious. She
used oxygen at all times and thus became frightened that she was having a heart attack. She
called a neighbor who took her to the emergency room. After a thorough work up she was
diagnosed with a panic attack. She stated: “As each day goes by…-I’m feeling a lot better”.
Participant 3 has a history of depression and leg edema. Her depression also has episodes of
anxiety. She shared: “At night, that’s when the anxiety would come up. I took the pill they gave
me and it got better but I didn’t feel good from it so I’m trying to get away from it”. She also
suffers from leg edema from a motor vehicle accident 10 years earlier. She shared: “The doctor
tells me to stay off my feet… the home health nurses tell me to get up and move around as much
as you can because that helps to keep you from getting pneumonia. I try to keep moving, you
know. I think moving makes you stronger”.
Participant 6 had a history of a broken right collar bone and dislocated shoulder due to a
motorcycle accident years earlier. His cancer was in his right neck and following TORS with a
radical right neck dissection. He spoke of not having full use of his right shoulder or neck
following surgery. He shared the he had “started exercising within a week of getting out of the
hospital, but I still don’t have … full use of my right shoulder yet”. Participant 12 had multiple
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comorbidities including severe liver disease, a history of a head injury, traumatic amputation of
his left thumb and was deemed not healthy enough for chemotherapy and radiation therapy. He is
aware of these issues and stated: “I’ve got other health issues and stuff. I’ve got a lot of
problems”. Despite these issues he expressed a desire to help fight cancer. He shared: “I donated
whatever I could to the – to help people fight cancer or work on it”. Participant 7, a 63 year old
man described being treated for the same cancer for three years with this being his third
recurrence. He commented, “Cancer has the last word, NOT the doctor”.
Four participants (2,3,7,8) spoke of changes in their lifestyle at home. Participant 2
described his experience with the change in his ability to eat and was losing a lot of weight. He
revealed: “…I was losing weight… they said that it was relatively normal for the infusion
therapy, but I wasn’t used to it, so I was trying to maintain my lifestyle the way I usually did and
it started to wear me down quite a bit”. Participant 3 shared that she told the doctors that: “The
tube in my nose made me very nervous. I told the doctor ‘You have to do something. This tube
makes me so nervous I’m going to pull it out’. They put the stomach tube in and that’s better- it’s
not like a job, you know”. She was scheduled to start working with the speech therapist and
nutritionist for training regarding tube feeding using her “regular foods”. She stated: “I’d rather
be eating but what can I do? I have to get my nutrients”. Participant 7 described the change in his
lifestyle thusly: “It’s pretty much hell. I’m learning to swallow all over again. I’m tied up to a
PEG tube”. Participant 8 expressed his frustration with the changes in his speech for which he
was practicing his S’s. He imparted: “When talking to people… I feel like I have to explain what
happened to me, so they don’t think that… I always sound like this. I used to talk a lot better
that’s what I mean”.
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Following postoperative instructions with trial and error. Twelve participants stated
that they were “doing as they were told” [by the hospital staff] postoperatively. Six of these
participants (3, 4, 5, 6, 9, 15) were also experimenting on their own by trial and error to resolve
treatment effects, especially those related to swallowing. Participant 3 shared how she went to
see her doctor for follow up and was describing how she was eating at home and how she was set
up for the food thickening classes at that visit. She stated that she told the nurse, “So I’ve been
doing it on my own” and the nurse told her “Oh, don’t do that”. When she informed the doctor
what she had been doing he said, “Well, you’re adventurous. You’ve gotten onto that pretty good
but don’t do any more until we send you to get this food thickening thing done”. Participant 4, a
44 year old woman, described how she became selective and chose particular foods to pack for
her lunch when she returned to her job, explaining, “…kind of challenging myself to try
something different. And now, I don’t do that for my lunch at work. I do soft, easy stuff that I
know I can get down most of the time, and save my experimenting with new foods … adding
new foods at night”. Participant 15, a 66 year old gentleman, shared how he felt during the first
week, “It felt like an M80 firecracker went off in my mouth and a horse kicked me in the neck”.
He took oxycodone for pain but it gave him vivid dreams. So, he managed this issue himself by
taking it [oxycodone] during the day when he didn’t have to sleep and took children’s Tylenol®
at night to stop the dreams.
Reflecting on their cancer diagnosis at home. Seven participants (3, 4, 9, 10, 11, 12,
15) talked about reflecting on the meaning of their cancer diagnosis when they were recovering
at home. Participants (3, 11) described the experience as facing the reality of death. Participant
11, a 68 year old woman, described her feelings thusly, “The reality of death can make us look at
our priorities differently and rearrange maybe the how- how and why- we wanna do things, so …
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I’m still working on that”. She further described how it made her “…look at life differently”.
Participant 10, a 57 year old man, voiced a more altrusitic perspective with the opinion, “I want
to be active in the ‘give back’ end of this if I make it the whole way through” and “I might as
well just dedicate my life to it then”. Five other participants (3, 4, 9, 12, 15) also expressed a
sense of altruism regarding their encounter with cancer stating, “I glad if this [sharing his
experience] helps someone else in the future”.
Perspectives on head and neck support group. Perspectives on the head and neck
support group was discussed by five participants (12,14,15,16,17). Three participants (14,15,16)
viewed it positively and two (12,17) viewed it negatively. Participant 14 expressed the positive
opinion that “They really got a pretty good team going there” and “I feel really comfortable. I
never thought once that I wouldn’t make it or anything”. Participant 15 stated “the survivorship
clinic is very helpful… they give me good advice… that girl… she’s nice and helpful and she set
me up with physical therapy for my shoulder”. Participants 12 and 17 had a more negative view
of the survivorship clinic. Participant 12 expressed doubts and stated, “I don’t know, they make
money that way or what, but I didn’t want to start going to- once a week or something, the
cancer place… some people may need that. I didn’t need it”. Participant 17 was suspicious about
the purpose of the clinic and opined, “I don’t think I need to see anybody over there every two
weeks and look for new cancer or something like that”.
Theme Four: Getting Through This
The focus of theme four was on the participants’ sources of support during their cancer
diagnosis and TORS recovery. They also expressed how their support helped them with the
obstacles that they needed to overcome. This theme consisted of four subthemes: having sources
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of support; spirituality- prayer; positive outlook on life; and dealing with obstacles during
recovery.
Sources of support. Eleven participants (1, 2, 3, 4, 5, 6, 8, 9, 11, 12, 15)
cited their spouses, children, colleagues, and employers as sources of support for them.
Participant 6, a 63 year old man who underwent a change in his treatment plan stated that he is
“…not happy but has accepted it and my family has accepted it and is very supportive”. He was
to receive 25 low dose radiation treatments but will now receive 33 regular dose treatments and
six sessions of chemotherapy. Participant 5 described receiving support from her two daughters,
with one daughter and son-in-law living next door to her and her other daughter living in the
same city as the HN clinic. Participant 11 remarked, “Everybody was praying for me and that
was really a lot of support. That means a lot when you don’t feel good”. She further stated that
she had a “whole buffet filled with cards from coworkers and friends”.
Spirituality and prayer. Six participants (3,5,7,10,11,15) described spirituality/prayer
as a source of support in getting through the surgery and recovery. Participant 3 remarked:
“Every night I say a little prayer not asking for anything just thanking God for today. She further
shared, “I think that’s our main medicine, is to have faith”. Participant 7 described his spirituality
after stating that his life was “pretty much hell, he related, “I look upon everything as a challenge
and God is teaching me where to go and how to deal with it. It’s my religion and my belief in
God and Jesus. He pulled me through this and it will continue to pull me through it”. Participant
11 spoke of the support she was feeling from family, friends and coworkers with a “whole buffet
full of cards”. She further shared: “Everybody was praying for me and that was really a lot of
support. That’s a lot of support when you don’t feel good”. Participants 5, 10 and 15 echoed
similar sentiments including the fact that Participant 10 now “goes to church daily”.
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Positive outlook on life. Another source of support for some participants was their own
outlook on life, similar to what some of them previously expressed when they first received their
cancer diagnosis (See Theme 1). Nine participants (2, 5, 6, 8, 10, 11, 12, 16) described having
this positive outlook on life and saw themselves as luckier than others, despite their cancer
diagnosis. Participant 2, a 58 year old man with SCCA of the tonsil and tongue base stated, “This
isn’t as severe as some other people’s cancer. I see people all the time that have it a lot worse off
than I do and I feel for them. I wouldn’t wish this on anybody”. Conversely, three participants (7,
9, 17) had a negative outlook on their situation. Participant 7 shared the details that contributed
to his outlook, “It’s pretty much hell. I’m learning to swallow all over again. I have a difficult
time talking because I have a divot at the base of my tongue where they cut out the tumor that
will never fill in. And I’m tied up to a PEG tube”.
Dealing with obstacles. Participants talked about several obstacles that they encountered
during their recovery and follow-up. For example, three participants (1, 12, 14) described how
they overcame obstacles such as the long travel distance to the hospital and the lack of a car.
Participant 1 stated, “Down where we live, we’re kinda rural so there aren’t big hospitals around
here… it takes about an hour and 15 minutes down there”. Participant 12 stated, “I just went
through the hassle to go to Pittsburgh… I used to travel all the time for work and had a decent
vehicle… we get around… We rented a car and go to Pittsburgh. The second time. The first time
our car broke”.
Finances were concerns expressed by four participants (3, 8, 10, 12). Participant 12
stated, “I’d like to be able to work, but I don’t think I… wouldn’t be able to last a whole day
anywhere”. Participant 10 described his return to Pittsburgh for treatment but “…home where
it’s safe”. He had a five to six week wait for his radiation therapy to begin. He was advised of
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this properatively but still expressed impatience at the wait. He stated, “I’m impatient. I have a
business in [another state] and I can only be away so long so… I’m really rooting to get this- get
done with it”. Participant 3 shared her financial concerns with the cost of medications stating, (it)
“breaks you up trying to keep up just with the medicine. So I don’t have any money to buy
anything else”.
Theme Five: Concerns About Chemotherapy and Radiation Therapy
The topic of receiving adjuvant therapy (chemotherapy and radiation) with their TORS
surgery was discussed by many participants who came with many preconceived impressions
gained through their personal contacts and their own life experiences. Theme five was comprised
of two subthemes: chemotherapy and radiation.
Chemotherapy. Participants’ accounts of chemotherapy varied with over a third of the
participants expressing negative perspectives and/or gratitude that chemotherapy was not part of
their treatment plan. The same number of participants who underwent chemotherapy dealt with
multiple side effects, while one participant claimed no side effects. Only one participant actually
looked forward to receiving his chemotherapy.
In particular, six participants (8, 9, 10, 12, 14, 17) offered negative perspectives about
chemotherapy that were a consequence of talking with others who had received it themselves.
Participant 8 expressed his observations about friends who had received chemotherapy:
“The chemotherapy is just horrible on them. You know, it’s like- it’s almost to the point
where you don’t know whether they should- if you… you can’t tell somebody not to try
to live… and there’s a chance… the chemo seems like it makes the last part of their life
terrible”.
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Similarly, Participant 10 remarked about the feelings expressed by his friend who passed
away eight months earlier from cancer. His friend refused to undergo chemotherapy stating, “I’d
rather die from one thing than 18 things, that’s how bad he didn’t like chemo. He gave the
ultimate”. Participant 14 expressed gratitude for not having chemotherapy as part of his
scheduled treatment plan, stating, “I didn’t get in for that trial. I’m kind of glad.” Three
particpants (5, 8, 17) were also thankful to avoid chemotherapy and it’s side effects. Participant
5, who refused a PEG tube preoperatively, replied when asked whether she would need
chemotherapy or radiation, “No, thank goodness! They said they got it all. I got the lab report
back this past Friday… and they said they got it all and no chemo or nothing was needed.”
Participant 17 voiced, “And so far they’ve said, ‘No, you don’t need it’. That’s, needless to say it’s good news”.
Six participants (2, 7, 9, 14, 15, 16) who underwent chemotherapy and radiation
experienced bad side effects including nausea/vomiting, loss of appetite, changes in taste, weight
loss, nerve damage, throat sores, dysphagia, thick mucus, hair loss and burns. Participant 2
discussed losing 30 pounds that he could ill afford to lose, as he had always maintained a normal
weight. He had undergone what he referred to as “infusion therapy” twice preoperatively to
shrink his tumor. He shared how the preoperative chemotherapy took a toll on his energy level,
commenting, “…by the time I got to the surgery I was pretty much… wrung out a little bit as far
as energy and I had started losing weight”. He added “I’m not used to being this light… to being
this much without energy”. But, he stated further:
“It was a necessary process… it hasn’t been an easy road. It still isn’t… I’m still having
some speech problems and… some dietary problems. I still have to take… substitute for
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food… like Ensure and I think they’ve got the Boost, just so I get enough calories
throughout… the day”.
Only one participant (1) denied having side effects from either the surgery or the
chemotherapy. He stated “My throat was actually never sore… Had to stay one night in the
hospital. Ate solid food, but I ate a hot dog two days later”.
Conversely, only one participant (6) was looking forward to his chemotherapy and
radiation therapy. A 63 year old retired nurse and an avid backpacker planning to embark upon a
hike of the Appalachian trail at the time of his diagnosis, he was looking forward to getting his
chemotherapy and radiation therapy so he could recover from the side effects of treatment. He
created a one year set date to embark upon his hike thus setting a goal to work toward.
Radiation. Participants’ accounts about receiving chemotherapy were similar to those of
chemotherapy. For example, three participants (4, 5. 17) were thankful to be able to avoid
radiation therapy. Participant 3, upon learning that no adjuvant treatment would be needed in his
treatment plan, remarked, “I was just overjoyed that… they got everything and I didn’t have to
dread chemo or radiation. That was the scary part for me”.
A change in the treatment plan that meant avoiding a neck dissection, chemotherapy, and
radiation therapy was discussed by two participants (4, 5). Participant 4 was discussed earlier
with her decision to undergo a third surgery to achieve negative margins and avoid radiation
therapy. Participant 5 has also been discussed previously. She “was overjoyed” that there was no
need to undergo a neck dissection or chemotherapy.
One participant (9) offered a negative perspective about radiation therapy gained from a
friend. He stated:
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“I know what my buddy… went through when he had the radiation: He would text me
all the time that… his throat was dry. It was sore; it hurt. His jaw hurt. He couldn’t chew.
He couldn’t swallow. It hurt to swallow. He just… couldn’t get any foods down. The
only thing he could drink was some liquids.”
Despite this ominous perspective, participant 9 decided he will go through radiation to decrease
the chance of a recurrence of his cancer. He has a nine year old child at home and further stated
“I’d like to be here for at least another 20 years. So, that’s why I’m gonna do the radiation”. Only
one participant (12) was not healthy enough to undergo chemotherapy and radiation therapy that
was part of his proposed treatment plan. He had severe liver disease and surgical management
was his only option, thus changing his treatment plan and his prognosis.
Theme Six: Returning to (The New) Normal – Markers of Success
Returning to (the new) normal covered several important aspects of the participants’
recovery, most notably, returning to normal - getting back what cancer took away from them.
Theme six was comprised of five subthemes: functional benchmarks; being cancer-free,
returning to work; hope for recovery; and reflecting back.
Functional benchmarks. Returning to normal was discussed as a goal by nine
participants (2, 4, 5, 6, 7, 8, 9, 13, 16) who used functional benchmarks (taste, swallowing,
speech, sensation) that were important to them to attain over time. Participant 4 noted that
recovery takes time, stating, “It’s just a process, you know? It’s not moving as fast as I’d like it
to.” She added further that she is “frustrated sometimes, but just sometimes, you know? Big
picture, I’m grateful. So, if I’m frustrated some days, I just kind of smack myself and get over it
[laughs]. More specifically, Participant 8 described how his return of taste sensation (to normal)
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was important to him thusly, “At first no (favorite foods did not taste the same). But now, yeah,
everything’s starting to taste back normal”.
Similarly, the ability to swallow normally again was important for three participants (1, 5,
6). Participant 1 was able to swallow normally upon discharge from the hospital (LOS 2 days)
and boasted that he “ate a hot dog two days later”. Participant 5 had a history of polio as a result
of which has been doing the effortful swallow since she was in fifth grade and has returned to
doing so. She stated that she was “…starting to eat a little more solids. Like I ate a scrambled
egg today”.
Participant 13 had the surgery twice on a Friday and was back to work on Monday. She
was employed in upper retail management. She described the rough time (with her voice) that
she had because she has to talk so much at work. She stated “I could have laid around for a week
or two easily… because it was probably two and a half weeks, going on three, before I actually
felt human again. And then my voice was more even, and then I felt like I could continue what I
was doing”.
The return of sensation was described as a goal by two participants (4, 9). Participant 4
stated “I still have numbness… but now it’s from right at my jaw line up to- encompasses my
ear, but my ear is definitely coming back because it’s… burny and like painful to touch now,
which is a good sign. I know the nerves are regenerating, which is a good thing.” Participant 9
also remarked, “I’m just now getting feeling back in my tongue. It’s important to do all your
tongue exercises too when you have this surgery, because you need to get strength back in your
tongue to swallow and to talk”
Being cancer free. Three participants (2, 3, 5) were overjoyed that they were “cancerfree” now at the time of the interview. Participant 2 described discussing the effects of his
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radiation with his doctor and stated, “He’s not as much concerned about the effects of
radiation… he just is more concerned about the fact that I’m cancer-free… and that’s a good
thing”. Similarly, Participant 3 voiced, “When they did the surgery they said they got everything.
When they took the lymph nodes in my throat, that I was cancer-free as far as my throat was”. At
her postoperative visit, Participant 5 was told that “They got all the cancer. No need for the
lymph nodes” to which she replied “Wonderful. I am so happy. What a relief”.
The impact of having a cancer diagnosis specifically advances that have occurred due to
research was discussed by two participants (2, 12). Both participants described the diagnosis of
cancer as formerly being a death sentence. Participant 2 stated “When I was a kid… cancer was
kind of a death sentence”. Particpant 12 echoed this sentiment, saying “I guess they came a long
way in the years… with cancer because usually… they say cancer, you figure, he’s dead”.
Returning to work. Most (n=11) of the 17 participants were still employed at the time
of the interview. Returning to work marked a significant step in their recovery process. It
allowed the participants to continue creating the trajectory of their lives while holding their
cancer experience in the past. Returning to work was discussed by four participants (1, 2, 4, 13).
Three (1,4,13) had returned to work following treatment. Participant 1, a lineman, stated, “It
stormed up here yesterday and I worked 16 hours”. Participant 4, a physical therapist, returned to
work after rehabilitating her shoulder (after a neck dissection) so she would “not be afraid of
dropping a patient”. Only one participant (2) spoke of a negative scan following treatment for
his cancer. He stated “I’ve gone through the PET- did the PET scan. I’ve done… everything that
I was supposed to do”. He was looking forward to returning to work the following week as he
continued to “get my normal routines back”. For him, at age 58, returning to work was definitely
a marker of success after having been out on disability for close to a year.
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Hope for recovery. Hope for recovery was reflected on by seven particpants (2, 7, 8, 9,
10, 15, 16). Participant 15 shared his observations regarding the patient group he encounters
during his radiation and said, “We meet good people in there while I’m waiting for the
radiations… going through troubled times and some nice people; we talk to them and hopefully
we’ll spread our hope to them if they don’t already have it and so we’re just trying to make the
best of everything”. Participant 2 commented, “You hope you recover from it and you knowyou want your life to be back to where it was before it.” He added “That’s kind of what I’m
hoping for”.
Reflecting back. Reflecting back to share their personal thoughts about their cancer
journey in the study interviews was a positive experience for most participants, but for different
reasons. Some participants found the interview to be therapeutic for them, like Participant 6, who
stated, “It (the interview) gives a chance to vent a little bit”. Two participants (5, 11) stated that it
was “fullfilling” to be able to speak with someone about their experiences. Participant 5
remarked, “It was nice to explain to somebody… kind of how you’re feeling. I think that
whenever you find out that you have this, it’s pretty overwhelming and… it helps to talk to
someone and… that understands where you’re coming from and someone you have faith in”.
Most (n=10) of the participants (2, 3, 4, 6, 7, 8, 11, 14, 15, 16) assumed an altruistic perspective
to sharing their experiences and were pleased to tell their stories to “help someone else in the
future”. One participant (16) was hopeful that the interview process would garner some
recognition for the staff at the health system and stated, “I hope it gives… some recognition to
the people in the hospital because like I said, I can’t say enough about them. They were, they
were super - doctors, nurses, the whole staff. They really were just… really really nice.”
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Discussion
This study is the first to describe the postoperative experiences of HNCSs who have
undergone TORS from the patient’s perspective.
Theme 1 – Something Not Right
In this study the majority of participants had a protracted period of time prior to seeking
advice from a physician for their symptom, as none of them suspected cancer initially. Several of
them waited as long as eight months to a year prior to seeking care. Benign causes were often
attributed to the oral lesion or enlarged lymph node and self treatment modalities were
employed. They perceived their cancer diagnosis as frightening. Some of participants atttributed
a cause (healthy vs. unhealthy lifestyle choices). They were resilient in that they did not give up
and continued to treatment despite their fear.
Many of these issues have been addressed in the literature and are fairly consistent with
prior results. Despite education campaigns in North America and the United Kingdom designed
to increase awarenes of oral cancer and early diagnosis, patients still misineterpret their
symptoms causing a delay in treatment (Stefanuto, Doucet, & Robertson, 2014). (Güneri &
Epstein, 2014), reported that two-thirds of cancers are diagnosed in a late stage despite a move
toward education of clinicians and better diagnostic tools for an earlier diagnosis. Delays in
seeking a cancer diagnosis have been studied in association with several patient related variables
such as education (Güneri & Epstein, 2014), socioeconomic status (Da Silva Santos, Carvalho,
Da Silva Duarte, Goncalves & Miyahara, 2017), insurance status (Weyh, Lunday, & McClure,
2015), spouse involvement (Rozniatowski, Reich, Mallet, Penel, Fournier & Lefebvre 2005), and
extent of presenting disease (Güneri & Epstein, 2014). For example, in the study by da Silva
Santos et al (2017), 82 HNCS were interviewed revealing a mean time to initially seeking care of
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four months; the diversity in patients’ education or socioeconomic status was not a factor in the
delay to diagnosis (Da Silva Santos et al., 2017). Similar results were reported in a literature
review by Stefanuto et al. (2014). This finding was in contrast to a study reporting that patients’
insurance status was a significant prognosticator of treatment outcomes (Weyh et al., 2015).
Level of involvement of a spouse was a factor causing a delay in diagnosis cited by
Rozniatowski and colleagues (2005) who studied 50 HNCS with large tumors T3/T4 and 50
HNCS with small tumors T1/T2; HNCS with large tumors had a conscious delay in seeking care
and less anxiety and spousal involvement than HNCS with small tumors
Reacting to a cancer diagnosis with shock and viewing the experience as a major lifechanging event was consisrent with the work reported by Gil et al., (2012) who found that their
participants, (n= 67 mixed cancer types with 17 HNCS) had a higher level of anxiety prior to
treatment and a higher level of depression following treatment (Gil, Costa, Hilker, & Benito,
2012). While hardiness in the face of a cancer diagnosis was fairly common among participants
in this current study, it was not universal when compared with prior research. Many of the
current study participants chose to meet their diagnosis with a positive mindset commenting that
[I] “just did what I needed to do” or “suck it up and go through it”. According to Grattan and
colleagues (2018) patients’ reactions such as these may have involved the discovery of an inner
strength that may have been unknown to them. This finding is consistent with their own study
outcomes in which (Grattan, Kubrak, Caine, O’Connell, & Olson, 2018) interviews with 10
middle age adults with HNC revealed two themes: Consequences of HNC and Coping with HNC
with a subtheme of “discovering inner strength”. Spirituality played a part in helping survivors
cope (Sawatzky, Ratner, & Chiu, 2005; van Meurs, Smeets, Vissers, Groot, & Engels, 2018), but
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consideration of the science behind the robot also played a part in guiding patients toward this
option (Hockstein, O' Malley, & Weinstein, 2006).
Seven of the 17 participants in our current study assigned a “cause” for their cancer.
Taking responsibility for their cancer and having regrets (athough cigarette smoking had not
ceased entirely) was also consistent with the literature (Lebel, Feldstain, McCallum, Beattie,
Irish, Bezjak & Devins, 2013) demonstrating that 16.5% of HNCS ceased smoking when they
assigned behavioral self-blame. Stigma did not result in making positive health changes.
Theme 2- Importance of Trust/Faith in the Doctor and System
In this study, participants were able to clarify and define trust. Trust or faith in the doctor
was predicated on communication. Five survivors felt that trust and good communication were
important which was consistent with the literature (Bonvicini et al., 2009; Skirbekk, Middelthon,
Hjortdahl, & Finset, 2011). How one communicates with a newly diagnosed cancer patient can
set the stage for an ongoing relationship in the cancer journey. A grounded theory study of 22
oncology patients (no HNCSs) was completed to determine the quality of nursing care from the
oncology patient’s perspective (Radwin, 2000). The study found that a sense of trust, optimism
and authenticity were necessary to the patient’s sense of well-being. Trust in the nurse was
paramount for optimism and autheticity to occur. The patient had to feel comfortable enough to
reveal themselves and express thoughts, feelings and fears. Radwin (2000) further describes the
fact that the public generally trusts the nurse and that a hospital’s reputation and remuneration
generally relies on the quality of it’s nursing care. The study further demonstrated that when a
patient feels listened to and included in decision making as a partner a sense of increased
fortitude resulted. This was reflected in the current study by the sense of optimism and “just
going to do it” and inner strength that the participants revealed. In the study by Bonvicini et al.
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(2009), 160 physicians were divided into two groups of 80. One group received training in how
to communicate with patients and the other group did not receive specific instruction. The results
demonstrated a 37% improvement in the group without training while there was a 51%
improvement in empathic communication in the group that received training. Still adjusting to
the diagnosis, HNCSs need to feel as though they are being listened to and that their feelings and
input are valued.
Theme 3- Reflections on the TORS Experience and Recovery
Nine survivors had a positive feeling about the TORS procedure upon reflection. Four
survivors viewed TORS in a negative light and “would never do it again”. An increase in
difficulty chewing, swallowing and pain were noted in the first week at home that resolved
slowly. This was the basis for the negative opinion of TORS. Survivors felt that they had pain
and difficulty that would resolve slowly only to have it return again with adjuvant treatment.
Four participants had a negative view of TORS and two had a negative view of their hospital
experience. This was a surprising finding as previous experience of the PI (KSM) with TORS
patients had been very positive. As this was the first study to examine the TORS experience from
the perspective of the HNCS, this negative viewpoint was not encountered in the literature.
Despite having speech that was clear to the PI during the interviews, the HNCS
participants perceived changes in their speech or voice that were bothersome to them and
affected their sense of self. The HNCSs were waiting for the changes to resolve. Similar changes
in speech along with swelling of the face and neck after HNC surgery have been reported by
Fletcher and colleagues (2018) in their recent mixed methods study with 36 HNCS. Qualitative
results revealed three separate groups of functional changes related to speech: Communication is
Good; Communication is Changed; and Communication is Difficult; the lowest mean social
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score on a health-related quality of life (HRQoL) tool was in the group for whom communication
changed.
PEG tube insertion in current study participants following discharge was due to adjuvant
treatment, some of which was done at the primary health center with the remainder completed in
the paticipant’s local community. This finding was similar to those found in a 47 patient cohort
study of TORS (Weinstein, O’Malley, et al., 2010). Of the intitial 47 patients, 41 were alive at
12 months following treatment with 40 patients having adequate swallowing function. Only one
patient was PEG tube-dependent and this patient had radiation therapy at an outside institution as
did the patient in this study. There was no commentary regarding how many patients had
undergone temporary PEG tube placement. PEG tube dependence has been shown have the
greatest negative affect of all the clinical indicators measured on one’s QoL (Terrell et al., 2004).
Patients without a PEG tube are able to return to social engagements such as eating out and
travelling without encumbrances and therefore enjoy a greater QoL.
Visual and functional changes unrelated to TORS itself were noted by seven of the
current study survivors, one of whom stated that he “grew a beard to cover up my neck”.
Changes in taste, saliva and the ability to swallow were also attributed to adjuvant therapy and
similar to prior literature (Terrell, et al., 2004) in which a convenience sample of 570 HNCS
were studied to identify determinants of QoL using the Medical Outcomes Study Short-Form 36Item Health Survey (SF-36) and the Head and Neck QoL (HNQoL) instrument. The presence of
a feeding tube was noted to have the greatest negative impact on QoL in six of the eight SF-36
domains and all four of the HNQoL domains, though changes in taste, saliva and the ability to
swallow also affected QoL.
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Several survivors in the current study expressed depression and anxiety that began after
discharge. Cancer-specific worry and fear of recurrence was also noted in a recent study by Reed
and colleagues (2018) with HNCS during their first year after treatment. Depression and anxiety
were noted to persist across the survivorship trajectory whereas cancer-specific worry was
highest during the first year after treatment and decreased to its lowest level at five years after
treatment (Reed et al., 2018).
Various comorbidities and complications were noted among the current sample of HNCS
studied. This finding is consistent with a recent study that found that the risk of acquiring
comorbidities after treatment for HNC increases in middle age (Eytan, Blackford, Eisele, &
Fakhry, 2018) and many will have acquired heart disease, hypertension, diabetes or pneumonia
by five years after treatment. Also, complications such as bleeding, dehydration, pneumonia and
fistula formation were consistent with the TORS literature (Gleysteen et al., 2017; Weinstein, O'
Malley, Snyder, Sherman, & Quon, 2007; Zenga et al., 2017). In our current study, most of the
complications occurred at home, prompting a return to the hospital via the emergency room;
whereas with traditonal surgery in the past with a longer hospital stay the effects usualy occurred
prior to hospital discharge. This change creates a safety situation in which these possible issues
need to be identified and the patients need to be educated regarding how to handle them at home
and receive timely support (Eades, Chasen, & Bhargava, 2009).
Pain management was an issue in this population in the face of the opiod crisis. Three of
the survivors did not want to take pain medication or were fearful of becoming addicted. The
nursing staff was “forceful yet gentle” in encouraging the use of opioid analgesics, as one current
survivor described it. The knowledge and action by the nursing staff spoke to the reality of the
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opioid crisis as well as the reality of postoperative pain that required opioids to manage it and get
it under control (Baker, 2017).
Theme Four- Getting Through This
Although the National Cancer Institute annual guidelines define the period of cancer
survivorship as being from the time of diagnosis until death (Howlander, Noone, Krapcho,
Neyman, Aminou … Edwards, 2011) a former definition was that of someone who was treated
for cancer and was without evidence of recurrence for five years. The new definition seems to be
a double-edged sword in that it both inspires hope from the time of diagnosis while providing a
Damoclean sword that hangs endlessly overhead. Eleven of the survivors were able to gain a
positive meaning from the experience. Phrases such as “dedicate my life to it”, “look at life
differently” and altruism were noted throughout the interviews. This coupled with their
identification of sources of support, a positive outlook in which they stated that they were better
off than others, and the mentioning of spirituality by six survivors were in alignment with the
literature (Fletcher, Cohen, Schumacher, & Lydiatt, 2012; Park, Chmielewski, & Blank, 2010).
Obstacles overcame were also observed in several transcripts including: travelling a distance
back and forth to the hospital, dealing with finances, and a knowledge deficit with respect to the
full extent of the procedure and the postoperative limitations that would result. (Syed, Gerber, &
Sharp, 2013). Two survivors stated that they were not told (or did not recall) about the
limitations that would be present in their shoulders following a radical neck dissection. Several
of the survivors stated that they would have preferred to receive more information preoperatively
about the recovery process. This paucity of preoperative teaching has been noted in the literature
with differing outcomes (Alfano & Rowland, 2006; Jabbour, et. al., 2017; Llewellyn, Weinman,
McGurk, & Humphris, 2008). In a study of education and support needs of HNCS, 597 HNCS
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participated in a questionnaire revealing that most (94%) of them (n=538) were satisfied with the
amount of verbal information that they received; written information was received by only 335
HNCSs (58%) which was read by 91% of them (n=256) (Jabbour et al., 2017). The study found
that 77% of 570 patients (n= 439) reported receiving insufficient information regarding treatment
and 179 HNCSs (30%) would have liked more information about coping with the side effects of
treatment; 241 HNCSs (40%) reported receiving little or no information about how to cope with
cosmetic effects following treatment; 299 HNCSs (50%) reported receiving insufficient
information regarding coping with stress and anxiety; and 173 HNCSs (29%) reported a desire
for more information regarding stress and anxiety. Information regarding psychosexual health
was reported as being minimal by 337 HNCSs (56%) and 103 HNCSs (17%) requested further
information regarding this following diagnosis. The effects of treatment on the ability to return to
work was reported to be minimal in 268 HNCSs (45%) (Jabbour et al., 2017). This study
contradicts the findings by Syed et al. (2013) that found that HNCSs were dissatisfied with the
amount of preoperative education. These findings suggest unmet psychosocial needs that must be
addressed to provide comprehensive care to patients after undergoing treatment for head and
neck cancer. Providing written or multimedia information (DVDs) has been suggested as a
means of closing this information gap.
Imparting additional information and referring survivors to resources can in the process
of cognitive reframing (Germino, Mishel, Crandell, Porter, Blyler, Jenerette & Gil, 2013;
Thornton, 2002) which may have a positive effect on how survivors are able to integrate the
cancer experience into their autobiographical memory (Fivush, 2011; Leung, 2010). Germino et
al. (2013) studied 313 breast cancer survivors (117 African Americans; 196 Caucasians) using
four weekly 20-minute scripted telephone sessions by nurse interventionists. The participants
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who received the telephone calls reported less uncertainty. Also, Leung (2010) notes in a study
of Chinese breast cancer patients that talking about their cancer experience enabled them to make
meaning of it and incorporate the experience into their autobiographical memory.
Theme 5 – Concerns About Chemotherapy and Radiation
The findings in this current study pertaining to adjuvant treatment (both chemotherapy
and radiation therapy) were supported by the literature (Ling et al., 2016; McLaughlin, 2013;
McQuestion, Fitch, & Howell, 2011). In the study by Ling et al., 92 patients were treated with
TORS +/- adjuvant therapy and 46 patients were treated with definitive chemoradiation therapy
(CRT). The group treated with TORS alone had better saliva and taste related QoL. McLaughlin
(2013) studied 92 HNCS as far as 28 years out from treatment with adjuvant therapy and noted
that taste confusion remained. McQuestion et al. (2011) interviewed 17 participants following
adjuvant treatment and noted the changed meaning of food. Survivors were thankful if they
could avoid chemotherapy or radiation therapy as they had heard stories from others in the past.
In our current study, partcipant 5, in particular, was “overjoyed that they got it all” and she was
able to forego adjuvant treatment entirely. Six survivors in this study discussed the side effects of
chemotherapy, radiation therapy (or both) that they had received or were about to receive. Seven
survivors discussed how they developed this negative perspective by listening to others
(Pauloski, 2008) and how they were working to overcome the resultant side effects.
Theme 6 – Returning to the New Normal – Markers of Success
Several participants in our study described the process of becoming accustomed to their
“new normal”. For many, this process involved returning to work as the catalyst that marked the
new normal; congruent with the work described by Fivush (2011) and Leung (2010), they picked
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up the thread of their autobiographical memory and continued their lives with their cancer
experience becoming a thing enclosed parenthetically in the past(Fivush, 2011; Leung, 2010).
The return of taste and sensation were also markers of returning to normal for our study
participants. Overall, our survivors were grateful for what they learned about themselves in terms
of inner strength and were anxious to return to work and resume their place within the family
structure and society (Grattan et al., 2018). Overcoming fatigue and learning how to deal with
swallowing were dealt with through the survivorship clinic as well as trial and error. The main
goal for most was returning to work and being “normal” again. As survivor two put it “it’s a
process. It’s just not moving as fast as I would like it to”. This was echoed by participant 4 who
had returned to work while still dealing with swallowing issues. She remarked that she was used
to being the caregiver and now she was receiving the care and assistance at home. This
participant as well as a few others displayed nervous laughter and a few pauses throughout their
interviews. This disrupted her autobiographical memory causing her to experiment with meals
and return to work as early as possible (Fivush, 2011; Leung, 2010). Another catalyst for
returning to the new normal was the sense of altruism and the desire to give back to HNC
patients through the telling of their stories or the donation of time or money. The positive feeling
that they developed was described in their interviews when asked at the conclusion of the
interview “What was this interview like for you?”. Altruism was the overarching theme and
reflected a reintegration into life having continued where they left off at the time of the cancer
diagnosis.
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Implications for Nursing Practice, Education, Research, and Policy
This study provides a number of notewothy opportunities to improve overall health care
and nursing practice. In theme one, education regarding cancer and its diagnosis can be
strengthened. Education is a must for this patient population and should be included in every
patient visit to a primary care practitioner or dentist. Denial and fear must be addressed if the
health care practitioner sees something that needs to be addressed. Financial issues can be
addressed by helping the HNCS to apply for assistance. Teaching must be reinforced using
several methods including one-on-one discussion, printed materials and DVDs, underpinning the
various ways in which we learn. Utilizing this method the patient has several sources to refer
back to in the event that information is forgotten. Earlier diagnosis is important for better
outcomes. The general population must continue to be informed via public service
announcements and by health care providers to never discount a mass or sore for more than ten
days before seeking medical advice. Anything new or “funny looking” needs to be biopsied.
The main implication for theme two is that trust must be developed from the outset of the
therapeutic relationship. The attributes of trust noted, listening and not rushing, are hallmarks of
good communication and as evidenced by this study lead to trust. Trust/faith in the doctor may
lead to a good therapeutic relationship and staying with the course of treatment rather than
seeking alternative opinions using valuable time before the initiation of treatment. Trust is also
vital in the nurse-patient relationship. The HNCS must feel comfortable in order to pursue care
confidently.
Theme three discussed reflections on the TORS experience. The management of
treatment effects, most notably postoperative pain, is crucial. In light of the widespread warnings
about the opioid crisis, nurses must be ready to educate HNCSs about the importance of taking
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pain medication while they have pain and moving to a non-opioid medication as the pain lessens.
The survivor must be reminded that though TORS is a minimally invasive surgery it is still
surgery and there will be postoperative pain. The nurse must also be honest about swallowing
difficulties to be experienced in the postoperative period. The HNCS’s reflections on the
diagnosis once returning home is important to discuss in order to incorporate it into the
autobiographical memory. The importance of survivorship clinics should be reinforced to
survivors. The staff are experienced in dealing with the problems that HNCSs face throughout
their cancer journeys and have solutions and resources for referral to the HNCS. The National
Comprehensive Cancer Network (NCCN) guidelines for HNC survivorship focus on late
effects/long term psychosocial and physical problems such as anthracycline-induced cardiac
toxicity; depression and anxiety; cognitive function; fatigue; lymphedema; menopause-related
symptoms; pain; sexual function (male/female) and sleep disorders. Additional focus is placed
on preventive health such as healthy lifestyles; physical activity; nutrition and weight
management; supplement use and immunizations and infections (NCCN, 2018).
In terms of theme four (getting through this) sources of support such as a spouse,
children, friends and coworkers were acknowledged. While these may seem obvious it is
important to note that one should never hesitate to telephone or visit someone with HNCS.
Encouraging a positive outlook on life can be easier said than done, however, taking the time to
point out how well someone is doing today can go a long way toward aiding the HNCS in seeing
the bright side. Obstacles to treatment such as travelling far to get to the hospital for
chemotherapy or radiation therapy could be diminished by disseminating knowledge about
programs such as hosts for hospitals in which patients may stay close to the hospital for free with
sponsoring families. This could even lead more HNCSs to obtaining their adjuvant treatment at
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an academic medical center where a higher volume of patients leads to better outcomes (Chen,
Roman, Kraus, Sosa, & Judson, 2014). Spirituality and prayer were important sources of support
in getting past the diagnosis, through treatment, and returning to normal and should be
encouraged. Establish a dialogue with HNCSs to make an assessment of their spirituality and the
meaning it has for the HNCS. If the patient is receptive and the nurse feels comfortable
discussing this, do so. If not, offer to call someone from the clergy to sit and talk with the patient.
Regarding concerns about chemotherapy and radiation therapy (theme five), the good
news is that HNCS who had smaller tumors (T1/11) and no to minimal neck disease could be
candidates for deintensified radiation and no chemotherapy (Weinstein, Quon, et al., 2010). This
is good news in light of the ever-increasing number of HNCSs with HPV positive tumors as
these patients are generally younger and do not have a significant smoking or drinking history
(de Almeida et al., 2015). The ability to preserve as much healthy tissue as possible is paramount
for preserving long-term function.
The standards by which returning to (the new) normal were measured began with
functional benchmarks such as swallowing, speaking and fatigue. The nurse can do much to
provide assistance with these. Simply engaging in conversation allows the HNCS to practice
speaking. Referring the patient to the survivorship clinic is an important step toward recovery.
The clinic staff are experienced in what can occur postoperatively and how to manage it.
Swallowing and taking pain medcation as needed are also important to reinforce. Returning to
work is a big step for HNCSs and must be encouraged but not pursued too soon prior to being
ready. This can lead to failure, a return home on disability and a sense of depression. It is
important to maintain a sense of hope for recovery. This can be accomplished by assisting the
HNCS in reflecting back on their experiences and seeing how far they have come. The inclusion
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of HNC in the autobiographic memory will aid in returning to (the new) normal. This may also
lead to a sense of altruism and joining the fight against head and neck cancer.

Limitations
There are several limitations to this study and efforts were used to minimze them. This
study utilized an interview format with one lead question. As such, the PI listened and asked
pertinent follow-up questions. The PI asked as many follow-up questions as the conversation
would allow without disrutping the participant’s chain of thought. Some of the areas were
predominantly descriptive in nature and some areas were descriptive and interpretive such as
trust, hope, positive outlook, spirituality/prayer, chemoradiation (interpretation of what others
told them), returning to (the new) normal- returning to work was an interpretation. Recruitment
was done by purposive sampling using maximum variation, thus those who chose not to
participate, when asked, were voices that were lost and opinions that were not heard. Efforts to
encourage participants to share their stories is essential. Athough HNC is typically a disease
found in men in middle age, this study was fortunate to recruit five women. Unfortunately, the
sample was entirely Caucasian limiting the ability to understand and explore potential
racial/ethnic similarities and/or differences. Additionally, recruitment was conducted from one
location only, limiting transferability of findings. Robotic surgery is typically available in larger
settings such as universities with the resources to purchase the robot. Generalizability is not a
goal of phenomenology; therefore, these findings cannot be attributed to all HNCSs who have
undergone TORS (Cohen et al., 2000). Another limitation was that, except for the first interview,
all interviews were conducted over the telephone; therefore no visual information could be
obtained for field notes. Nervous laughter and pauses in the conversation were noted in a few of
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the interviews. This was most likely due to the fact that this was the first time the participants
stated that they were asked to describe their experiences and they were processing their
experiences as they were describing them. Areas for future research include trust, hope for
recovery and TORS to investigate the influence of context (setting) on the results.

Conclusion
This hermeneutic phenomenologic study was the first to explore the essence of the TORS
experience from the perspective of the HNCS. The descriptions given and experiences related
will fill a gap in the literature about TORS previously focused on the the medical outcomes.
While many of the findings regarding adjuvant treatment were supported in the literature, the
unique experience of TORS was also revealed in this study. The findings support the importance
of understanding the essence of the TORS experience to provide TORS-specific patient-centered
preoperative and postoperative education and care in the future. Nurses with access to
information on the lived experience will be able to identify areas of difficulties for anticipatory
guidance to patients related to the TORS experience. This could lead to further studies and
implementation of interventions to assist this patient population through the TORS experience
from the standpoint of patient-centered care, thus providing a smoother transition for future
patients.
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Table 1
Summary of Themes, Subthemes and Participants Who Experienced
Themes

Subthemes

Participants who experienced

Presenting Symptoms
Waiting for Results
Reacting to the Cancer Diagnosis
Attributing a Cause
Being resilient/hardy in the face
of a cancer diagnosis

1,2,3,4,5,8,11,12,13,15,16
1,4,5,8,11,12,15,16
2,3,4,5,6,7,8,10,11,12,13,14,16,17
3,6,8,9,11,12,13,16,17
2,3,4,5,6,7,10,11,14,15,16,17

Trust and Faith in the Doctor
Attributes of Trust
Mistrust/dissatisfaction with the
local Doctor or System.

2,3,5,8,10,12,13,14,15,16
5,10,12,13,16
5,10,13,16

TORS
Managing Treatment effects and
Symptoms
Dealing with complications
Dealing with comorbidities
Following postoperative
instructions with trial and error
Reflections on their cancer
diagnosis at home
Perspectives on head and neck
support

1,2,3,4,5,6,7,8,9,10,11,12,13,14,15,16,17
1,2,3,4,5,6,7,8,9,10,11,12,13,14,15,16,17

Sources of Support
Positive outlook on life
Dealing with obstacles during
recovery
Spirituality and prayer

1,2,3,4,5,6,8,9,11,12,15
2,4,5,6,8,10,11,12,16
1,3,4,6,8,9,10,12,14,15,17

Chemotherapy
Radiation Therapy

1,2,5,6,7,8,9,10,12,14,15,16,17
4,5,9,17

Functional benchmarks
Being cancer-free
Returning to work
Hope for recovery
Reflecting back

1,2,3,4,5,6,9,13,16
2,3,5
1,4,13
2,7,8,9,10,15,16
2,3,4,5,6,7,8,11,14,15,16

Theme 1 – Something is Not Right

Theme 2 – The Importance of Trust/
Faith in the Doctor and System

Theme 3 - Reflections on the TORS
Experience and Recovery

3,4,5,6,7,8,9,10,11,12,13,14,15,16,17
1,2,3,5,6,7,810,12,13,14
3,4,5,6,9,15
3,4,9,10,11,12,15
12,14,15,16,17

Theme 4 – Getting Through This

3,5,7,10,11,15

Theme 5 – Concerns about
Radiation/Chemotherapy
Theme 6 – Returning to (The New)
Normal – Markers of Success
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Appendix A

Volunteers Needed for a Research Study
Have you undergone transoral robotic surgery (TORS)?
for head and neck cancer using the da Vinci Robot in the
past 4 to 8 weeks?

Would you like to talk about your experience after surgery?
You are being invited to participate in a research study about what it is like after transoral
robotic surgery (TORS) for head and neck cancer using the da Vinci surgical robot. The
purpose of the study is to discover the meaning of having minimally invasive surgery for head
and neck cancer. Findings from this study will increase knowledge of minimally invasive
surgery for head and neck cancer patients.
Participants will be asked to allow me to interview them face to face and to audiotape the
interview. A $20 Visa gift card will be given to all participants as compensation for their time.
Follow up interviews, if needed, will be compensated with a $ 10 Visa® gift card with a five
dollar Visa gift card as well to cover the cost of parking. Participants must have had surgery
in the 4 to 8 weeks prior to the interview.
If you are interested in participating in the study please contact me by phone or inquire with
the receptionist at the clinic front desk. You may also contact me by email at
Doctoral Candidate
Duquesne University School of Nursing PhD Program
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Appendix B
Appendix C

University of Pittsburgh
School of Medicine
Department of Otolaryngology

Suite 500
The Eye & Ear
Institute
200 Lothrop Street
Pittsburgh PA 15213

Phone:
Fax:

Re: Mentoring for your dissertation
Dear Katherine:
I am delighted to serve as an advisor on your dissertation project. I will work with you to
develop an IRB proposal that will allow you to interview our patients in the Head and Neck.
Active data collection will commence after we receive all the appropriate regulatory
approvals.
Please feel free to contact me if you have any further questions or concerns.
With kindest regards,

Umamaheswar Duvvuri MD, PhD
Director of Head & Neck Robotic Surgery
Assistant Professor of Otolaryngology
University of Pittsburgh Medical Center
Veterans Affairs Pittsburgh Health System
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Appendix C
The Semi-Structured Interview Questionnaire (SSIQ)
Interviewer Guide
“Thank you for taking part in this study. At any time, if there are any questions you prefer not to
answer, you don’t have to answer them.”
Think about your life since having had head and neck cancer surgery. Please tell me what
your experience has been like for you since your surgery.
Probes:
Please tell me more about that.
Can you explain what you mean by that?
Can you tell me how that made you feel?
Can you give me an example or a situation that stands out in your mind?
How was that helpful? Not helpful?
What did that mean?
How did you feel?
Yes, go on….
Please say more about that

End of Interview Debriefing Questions:
1. Is there anything else your postoperative recovery that you would like to tell me?
2. I will be interviewing other head and neck cancer survivors. What has this interview been like
for you?
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Appendix D
Demographic Questionnaire (DQ)
Interviewer: Before I ask you about your experiences since your surgery, I would like to ask you
some general demographic questions. If there are any questions you prefer not to answer, you do
not have to answer them
1. What is your age? _________
2. Where was your cancer located? _______________
3. What is your ethnic/racial background?
___ White
___ Black or African American
___ Asian
___ Hispanic or Latino
___ American Indian or Alaska Native
___ Native Hawaiian or Pacific Islander
___ Other
4. Marital status
___ Single
___ Married
___ Divorced
___ Widow/Widower
___ Separated
5.What type of insurance do you have?
_____________________________
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Appendix E
The Lived Experience of Head and Neck Cancer Patients Who Have Undergone Transoral
Robotic Surgery (TORS)
CONFIDENTIALITY STATEMENT
I understand that in the course of my experience in this research study I may have access
to confidential information about study participants. I understand that this information
has been obtained and recorded for the purpose of research. I agree that I will use this
information only for the purpose of this research study under the Duquesne University
Internal Review Board protocol and under no circumstances will I disclose any
information about any study participant to non-authorized individuals.
I understand that violation of this policy constitutes breech of study participant
confidentiality and the Duquesne University Internal Review Board policies. I agree that
if I have any questions about this Confidentiality Statement, I will consult the principal
investigator of this project.

___________________________

________________________

(Signature and Date)

(Name: Please Print)

____________________________
Principal Investigator

_________________________
(Print)
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Appendix F

CONSENT TO PARTICIPATE IN A RESEARCH STUDY
TITLE:

The Lived Experience of Head and Neck Cancer Survivors
Who Have Undergone Transoral Robotic Surgery (TORS)

INVESTIGATOR:
Doctoral candidate
Duquesne University School of Nursing
ADVISOR:
Clinical Professor and MSN Nursing Education Track
Coordinator
Duquesne University School of Nursing
600 Forbes Avenue
Pittsburgh, PA 15282
SOURCE OF SUPPORT:

This study is being performed as partial fulfillment of the
requirements for the doctoral degree in nursing at Duquesne
University.

PURPOSE:

You are being asked to take part in a research study about
head and neck cancer surgery. You will be asked to tell your story
about the experience. Your interview will be audiotape recorded and
will be transcribed later. The interview will last no longer than 1 1/2
hours. I may get in touch with you by phone to clarify your responses
within 7 days following your initial interview. Your information will
be entered into a password-protected computer in the researcher’s
home.
These are the only requests that will be made of you.
_______________ participant’s initials

RISKS AND BENEFITS:

You may have a good feeling from helping other patients in the
111

future. Otherwise there is no direct benefit to you. The information
that you give may help patients who have robotic surgery in the future.
Talking about your experiences may bring up memories that may
cause upsetting emotions. You may stop the interview at any time if
you are upset and do not wish to continue. If you become upset during
the interview or afterward, you will receive free counseling at UPMC
from Social Work Services by calling between 8 am and 5 pm.
Before 8 am or after 5 pm you may call the principal investigator,
Ms. Mahalik at
All discussions with the Social worker are private.
COMPENSATION:

To thank you for your time, you will be given a $ 20 Visa gift
card following your interview. A $ 10 Visa gift card will be given for a
second interview, if needed. If you come in for just an interview without
a doctor’s visit you will receive a five-dollar visa gift card as well to
cover the cost of parking or phone calls to contact me. Participation in
the study will not cost you any money.

CONFIDENTIALITY:

Your name will not appear on your written interview or on any study
reports. You will be referred to by using a pseudonym (false name).
Your response(s) and direct quotes will only appear in summaries of
the results. All taped and written materials will be stored in a locked
file in the researcher's home. The researcher will be the only person
with access to this information. All materials will be destroyed three
(3) years following the completion of the research.
Taking part in this study is voluntary and will not affect your care.
You have the right to leave this study at any time. If you wish to leave
the study after your interview, call the principal investigator at

SUMMARY OF RESULTS:

You will be provided with a summary of the results if you
them.

VOLUNTARY CONSENT:

I have read the above statements and understand what is being
requested of me. I also understand that my participation is voluntary.
I am free to withdraw my consent at any time for any reason. On
these terms, I confirm that I am willing to participate in this research
project.
_______________ participant’s initials
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request

I understand that if I have any questions about my participation in
this study, I may call the Chair of the Duquesne University
Institutional Review Board at .

_______________________________________
Participant’s signature

____________________
Date

_______________________________________
Researcher’s signature

____________________
Date
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Appendix G
Letter to Participant
Dear Prospective Study Participant,
You are being invited to participate in a nursing research study to understand the meaning
of the experience of head and neck cancer patients following transoral robotic surgery. I am a
nurse practitioner with 6 years’ experience with head and neck cancer patients and I am a
doctoral candidate at Duquesne University School of Nursing. Participation in this research study
is entirely voluntary and will have no effect on the care that you receive. You will be
compensated for your time with a $ 20 Visa gift card for your initial interview. You may be
asked to have a second brief interview for which you will be compensated with a $ 10 Visa gift
card and a $ 5 Visa gift card to cover parking and the cost of phone calls to contact me.
Participation in this study involves telling your story to the researcher. If you become
upset while telling your story, a social worker is available to speak with you. You may either
withdraw from the study or take a break during the interview. You will not benefit from the
study except to feel good about sharing your story for the future benefit of head and neck cancer
patients who undergo robotic surgery. There is no risk to you for participating except that talking
about your experiences may be upsetting. All data will be kept confidential and interviews will
not have your name or any other identifying information on them. Interviews will be recorded,
and all recordings and papers will be destroyed at the end of the study.
Participants must be between 4 and 8 weeks after surgery at the time of their interview.
Please come and share your story with me for the benefit of future head and neck cancer patients.
Thank you for your time and attention.
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